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WORK INCENTIVES FOR BLIND AND 
DISABLED SOCIAL SECURITY BENEFICIARIES 


THURSDAY, MARCH 23, 2000 

House of Representatives, 

Committee on Ways and Means, 
Subcommittee on Social Security, 

Washington, DC. 

The Subcommittee met, pursuant to notice, at 10:00 a.m., in 
room 1100 Longworth House Office Building, Hon. E. Clay Shaw, 
Jr. (Chairman of the Subcommittee) presiding. 

[Advisories announcing the hearing follow:] 


( 1 ) 
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ADVISORY 

FROM THE COMMITTEE ON WAYS AND MEANS 

SUBCOMMITTEE ON SOCIAL SECURITY 

FOR IMMEDIATE RELEASE 
March 15, 2000 
No. SS-12 


Shaw Announces Hearing on 
Work Incentives for Blind and Disabled 
Social Security Beneficiaries 

Congressman E. Clay Shaw, Jr., (R-FL), Chairman, Subcommittee on Social Secu- 
rity of the Committee on Ways and Means, today announced that the Subcommittee 
will hold a hearing examining work incentives in the Social Security disability pro- 
gram for those who are blind and those with other disabilities. The hearing will 
take place on Thursday, March 23, 2000, in room B-318 Rayburn House Of- 
fice Building, beginning at 10:00 a.m. 

In view of the limited time available to hear witnesses, oral testimony at this 
hearing will be from invited witnesses only. Witnesses will include policy experts 
and advocates for blind and disabled individuals as well as beneficiaries who have 
been affected by these policies. However, any individual or organization not sched- 
uled for an oral appearance may submit a written statement for consideration by 
the Committee and for inclusion in the printed record of the hearing. 

BACKGROUND: 

Social Security provides benefits for individuals who are blind or disabled and un- 
able to work because of their medical conditions. To qualify for benefits, an individ- 
ual must be unable to perform work for pay due to any medically determinable 
physical or mental impairment. A person is considered able to work or engage in 
substantial gainful activity (SGA) if earning at or above a certain dollar level 
(known as the SGA level). The SGA test applies to both determining initial and con- 
tinuing eligibility for benefits. 

Prior to 1977, all disability beneficiaries, as well as blind beneficiaries, were sub- 
ject to the same SGA limit, established in regulation by the Social Security Adminis- 
tration. The Social Security Amendments of 1977 (P.L. 95-216) increased the 
amount of the SGA limit for blind beneficiaries to the same amount as the age 65 
earnings limit, but did not change the SGA limit for all other disabled beneficiaries. 
The Contract with America Advancement Act of 1996 (P.L. 104-121) increased the 
age 65 earnings limit, but did not change current law with respect to the blind. 

In 2000, the SGA limit for blind beneficiaries is $1,170 per month and this 
amount is indexed annually for wage growth. The limit for non-blind disability bene- 
ficiaries was increased from $500 to $700 per month in July 1999, after remaining 
at the same level for the past 10 years. 

In announcing the hearing, Chairman Shaw stated: “We should do all we can so 
every disabled worker has opportunities and incentives to stay in the workforce. Ev- 
eryone wants that. That is what the Ticket to Work legislation passed last year was 
all about. But we need to do more. This hearing will help to show us the way.” 
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FOCUS OF THE HEARING: 

The hearing will focus on the role of earnings in determining initial and continu- 
ing eligibility for disability benefits, a review of the differences in current law for 
blind individuals and those who have other disabilities, and an assessment of costs 
and employment experiences of individuals who are blind and individuals with other 
disabilities. 

DETAILS FOR SUBMISSION OF WRITTEN COMMENTS: 

Any person or organization wishing to submit a written statement for the printed 
record of the hearing should submit six ( 6) single-spaced copies of their statement, 
along with an IBM compatible 3.5-inch diskette in WordPerfect or MS Word format, 
with their name, address, and hearing elate noted on a label, by the close of business, 
Thursday, April 6, 2000, to A.L. Singleton, Chief of Staff, Committee on Ways and 
Means, U.S. House of Representatives, 1102 Longworth House Office Building, 
Washington, D.C. 20515. If those filing written statements wish to have their state- 
ments distributed to the press and interested public at the hearing, they may de- 
liver 200 additional copies for this purpose to the Subcommittee on Social Security 
office, room B-316 Rayburn House Office Building, by close of business the day be- 
fore the hearing. 

FORMATTING REQUIREMENTS: 

Each statement presented for printing to the Committee by a witness, any written statement 
or exhibit submitted for the printed record or any written comments in response to a request 
for written comments must conform to the guidelines listed helow. Any statement or exhibit not 
in compliance with these guidelines will not be printed, but will be maintained in the Committee 
files for review and use by the Committee. 

1. All statements and any accompanying exhibits for printing must be submitted on an IBM 
compatible 3.5-inch diskette in WordPerfect or MS Word format, typed in single space and may 
not exceed a total of 10 pages including attachments. Witnesses are advised that the Committee 
will rely on electronic submissions for printing the official hearing record. 

2. Copies of whole documents submitted as exhibit material will not be accepted for printing. 
Instead, exhibit material should be referenced and quoted or paraphrased. All exhibit material 
not meeting these specifications will be maintained in the Committee files for review and use 
by the Committee. 

3. A witness appearing at a public hearing, or submitting a statement for the record of a pub- 
lic hearing, or submitting written comments in response to a published request for comments 
by the Committee, must include on his statement or submission a list of all clients, persons, 
or organizations on whose behalf the witness appears. 

4. A supplemental sheet must accompany each statement listing the name, company, address, 
telephone and fax numbers where the witness or the designated representative may be reached. 
This supplemental sheet will not be included in the printed record. 

The above restrictions and limitations apply only to material being submitted for printing. 
Statements and exhibits or supplementary material submitted solely for distribution to the 
Members, the press, and the public during the course of a public hearing may be submitted in 
other forms. 


Note: All Committe advisories and news releases are avaailable on the World 
Wide Web at “HTTP:/A¥AYSANDMEANS.HOUSE.GOV’. 


The Committee seeks to make its facilities accessible to persons with disabilities. 
If you are in need of special accommodations, please call 202-225-1721 or 202-226- 
3411 TTDATTY in advance of the event (four business days notice is requested). 
Questions with regard to special accommodation needs in general (including avail- 
ability of Committee materials in alternative formats) may be directed to the Com- 
mittee as noted above. 
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NOTICE— CHANGE IN LOCATION 

ADVISORY 

FROM THE COMMITTEE ON WAYS AND MEANS 

SUBCOMMITTEE ON SOCIAL SECURITY 

FOR IMMEDIATE RELEASE CONTACT: (202) 225-9263 

March 16, 2000 
No. SS-12-Revised 


Change in Location for Subcommittee Hearing on 
Work Incentives for Blind and Disabled 
Social Security Beneficiaries 
Thursday, March 23, 2000 

Congressman Clay Shaw, Jr., (R-FL), Chairman of the Ways and Means Sub- 
committee on Social Security, today announced that the Subcommittee hearing on 
examining work incentives in the Social Security disability program for those who 
are blind and those with other disabilities, previously scheduled for Thursday, 
March 23, 2000, at 10:00 a.m., in room B-318 of the Rayburn House Office Building, 
will now be held in the main Committee hearing room, 1100 Longworth 
House Offiee Building. 

All other details for the hearing remain the same. (See Subcommittee press re- 
lease No. SS-12, dated March 15, 2000.) 


Chairman Shaw. Today, the Subcommittee is considering how 
best to encourage work and earnings for a special group, and that 
is people with disabilities. We have already taken some major steps 
to encourage work through last year’s Ticket to Work law. This law 
will better help beneficiaries prepare for work and keep jobs. It ex- 
tends health care coverage, encourages service providers to focus on 
results, and maintains the safety net for those who need it. But we 
can’t stop there. Fortunately, as we consider ways to further im- 
prove the disability program, there is much we already agree on. 
Let us focus on that. 

We all agree that federal programs should promote work and 
self-sufficiency. We all agree everyone should be offered a “hand 
up” rather than a “handout”. And we all agree disability programs 
must protect those who are simply too disaWed to work. 

Our commitment to the Ticket law establishes exactly that, but 
each of us must also consider some tough questions as we listen to 
today’s witnesses. For example, are proposed changes consistent 
with the purposes of the disability program? Are they fair to all 
disabled beneficiaries as well as to current workers whose hard- 
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earned wages support the program? And will they threaten the dis- 
ability program’s safety net, which already will start running in 
the red by 2006? 

Despite these challenges, I am convinced that we can do more to 
encourage work. Ronald Reagan once said, “The very key to our 
success has been our ability, foremost among nations, to preserve 
our lasting values by making change work for us rather than 
against us”. Especially with complicated government disability pro- 
grams, such change never occurs easily. But that is all the more 
reason for us to dig in and get to the bottom of the issues that have 
kept others from doing more to help every disabled person who 
wants to work. 

And I will now yield such time as he may consume to the gen- 
tleman from California, Mr. Matsui. 

Mr. Matsui. Thank you very much, Mr. Chairman, I appreciate 
your yielding to me, and appreciate the fact that you are holding 
this hearing. 

Over the past year, the Congress has made significant bipartisan 
progress in ensuring that the Social Security program encourages 
people to participate fully in the nation’s economy and provides 
them with incentives to join, return to or remain in the workforce. 

At the end of last year, the Congress passed on a bipartisan basis 
and the President signed into law the Ticket to Work and Work In- 
centives Act. The Ticket to Work Act assists disability beneficiaries 
attempting to return to work or who are struggling to remain in 
the workforce by expanding their access to public and private voca- 
tion rehabilitation providers, extending the period for which they 
are eligible for Medicare coverage, and creating new options for 
states to allow individuals with disabilities to purchase Medicaid. 

Just three weeks ago, the House unanimously passed a biparti- 
san legislation to repeal the Earnings Test for Social Security bene- 
ficiaries who have attained the normal age of retirement. H.R. 5 al- 
lows the most experienced members of our workforce, our nation’s 
senior citizens, to continue work without experiencing a reduction 
in their Social Security benefits. Despite this progress, we can still 
do more to look at Social Security programs to see where we can 
improve the ability of beneficiaries to take part in the workforce. 

As we all know, we are in an environment of budget constraints. 
On the one hand, we have a limit on budget surplus and budget 
resolutions that we are going to discuss today that will challenge 
our ability to fund health, education and social programs while al- 
lowing for tax cuts. And on the other hand, we have a Social Secu- 
rity surplus that we will set aside for debt reduction and help us 
pay for the benefits in the future. 

We are determined to do our best for Social Security recipients 
and to explore ways to improve their ability to participate in the 
labor force while working within our budget limits. One such ave- 
nue is a requirement in the Ticket to Work and the Work Incen- 
tives Act that the Social Security Administration conduct dem- 
onstration projects on possible modification on earnings limitation 
for the disabled. 

In addition, the bill mandates a GAO study on the topic as well. 
The information that we will receive on these two initiatives will 
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be very useful and helpful to our investigation into the costs and 
effectiveness of various incentive policies. 

Today, I look forward to the testimony of the representatives 
from the Social Security Administration and the GAO, and I am 
eager to hear from disability beneficiaries about the impact that 
possible work incentive policies may have on them. 

In the end, enhanced work incentives in the Social Security pro- 
gram benefit more than the disability community themselves, they 
benefit the country as a whole. 

I look forward to working with Chairman Shaw and the other 
members of the Subcommittee to make the most of this very, very 
important opportunity. Thank you. 

Chairman Shaw. Thank you. Bob. 

Because of the length of our agenda today, I am going to try to 
hold all the witnesses within the five-minute limit. Each person to 
testify this morning, we have your full statement that will be made 
a part of the record, and we would hope that you can summarize 
within the time allotted, and I would hope we can have everyone’s 
cooperation on that. 

Our first witness is Member from the State of Maryland. Mr. 
Ehrlich. 

STATEMENT OF THE HON. ROBERT L. EHRLICH, JR., A REP- 
RESENTATIVE IN CONGRESS FROM THE STATE OF MARY- 
LAND 

Mr. Ehrlich. Thank you, Mr. Chairman. I will certainly hold to 
the daily rule with respect to the five-minute limitation. I really 
appreciate the opportunity to briefly highlight my written testi- 
mony which I submitted for the record, and I am not going to read 
it. 

Members of this Committee, particularly the Chairman, know 
this issue very well. And, again, I thank you for this opportunity 
today. 

Very briefly, Mr. Chairman, a couple of points I would like to hit 
with respect to history and the facts and the sponsorship, and then 
a final plea with regard to this particular issue. 

The Chairman and Members of the Subcommittee are well aware 
of the history of the Social Security limitation and the linkage be- 
tween seniors and the blind. It occurred in the 1970s, the original 
linkage came out of this Committee. 

As part of the Contract With America, in fact, the senior citizens’ 
earnings limitation was phased in over five years from $11,000 to 
$30,000. At that time, however, not because of any compelling pol- 
icy reasons, but because of the need to balance the budget, there 
was a de-linkage. Seniors and the blind were de-linked. 

It has been that case now for the past four years. This year, 
given the great work of this Committee, the Subcommittee and the 
full Committee, and now the House, with respect to the seniors’ 
limitation, I thought the time would be good with respect to doing 
something for the blind. 

The Chairman is well aware that at least past leadership has 
made representations to the blind community with regard to “fix- 
ing” this linkage problem, and I am truly hopeful that the Chair- 
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man, the Subcommittee and the full Committee will follow through 
on that promise made a number of years ago. 

The Chairman is well familiar with the facts. During a time of 
technological innovation, a steaming economy, very low unemploy- 
ment, the blind suffer from a 70-percent unemployment rate. The 
primary reason, in my view and in the view of the folks you are 
going to hear today, is the “disincentives” built into the code with 
respect to this earnings limitation. 

H.R 1601 has over 280 bipartisan co-sponsors in this House. 
Nineteen Members of the Ways and Means Committee co-sponsor 
this bill. 

Mr. Chairman, we can talk about policy. We can talk about eq- 
uity. I believe that to at least re-link the blind with the seniors re- 
gardless of what happens with regard to the senior bill, whether 
that is a clean bill or whether it comes back from the Senate with 
a phase-in, or whatever, is the right thing to do. These are people 
who want to work. Given the technology we have in this country 
today, they can work. I think this Congress should all be about em- 
powering people who simply want to work, and whether it is the 
Social Security Act, whether it is our Code that provides the dis- 
incentive, I believe it is incumbent upon this Congress to remove 
those disincentives from the law. 

I truly thank you for your interest. I know your personal interest 
in this issue. I thank you for the time today, and I am going to let 
the folks who are impacted by this inequity in our law testify be- 
fore the Committee. And, again, I thank you, and yield back. 

[The prepared statement follows:] 

Statement of the Hon. Robert L. Ehrlieh, Jr., a Representative in Congress 
from the State of Maryland 

Good morning, Mr. Chairman and Members of the Subcommittee. I appreciate the 
opportunity to talk to you about eliminating a work disincentive for blind Ameri- 
cans. As many of you know, I have repeatedly introduced and pushed for passage 
of legislation to restore work incentives for the blind. Last year I introduced H.R. 
1601, the Blind Empowerment Act (BEA). This bipartisan bill has more than 280 
co-sponsors. This legislation could positively impact as many as a quarter million 
blind Americans. 

For nearly twenty years, the blind and senior citizens were linked for the pur- 
poses of the Social Security Earnings Test. In 1996, this historic link was broken, 
not to make a significant policy change, but to balance the budget. Under that legis- 
lation, Congress provided seniors with an opportunity to increase their earnings to 
$30,000 by 2002 without losing their Social Security benefits; however, blind indi- 
viduals were limited to earnings of approximately $14,000 in calendar year 2000. 
Blind individuals who earn more than this earnings limit threshold lose all of their 
benefits. In contrast, a senior citizen in the same situation has their benefits re- 
duced at a rate of $1 for every $3 earned over the limit. 

To be sure, this lower threshold and complete loss of benefits for the blind creates 
major disincentives to work. Presently, the unemployment rate for the blind is ap- 
proximately 70%. In effect. Congress penalizes blind workers for trying to improve 
their quality of life for themselves and their families. This is unacceptable. Congress 
should encourage, not discourage, blind individuals to work. 

My legislation (H.R. 1601) accomplishes this. Specifically, my bill removes the ex- 
isting disincentives by re-linking the blind with the seniors. Most importantly, H.R. 
1601 restores fairness for the blind by honoring the co-sponsors’ pledge for parity 
with senior workers. 

The Ways and Means Committee recently voted to repeal the earnings limitation 
for seniors. Shortly thereafter, the House overwhelmingly affirmed this repeal and 
the Senate has likewise done the same. I strongly support the repeal of the seniors 
earnings limitation. I do believe, however, that Congress has a responsibility to re- 
store fairness and work incentives for the blind. By adopting H.R. 1601 this Com- 
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mittee can accomplish this goal. I urge you to take this opportunity and help blind 
Americans to reach their full working potential. I pledge to continue my efforts on 
behalf of all blind Americans. 

Again, Mr. Chairman, thank you for affording me the opportunity to testify before 
the Social Security Subcommittee. 


Chairman Shaw. Thank you, Bob. Mr. Matsui? 

Mr. Matsui. I have no questions. I would like to thank Mr. Ehr- 
lich. 

Chairman Shaw. Mr. Doggett? 

Mr. Doggett. No questions. 

Chairman Shaw. Well, I do know you have talked to me on nu- 
merous occasions. I know your interest in this issue, and we appre- 
ciate your being here this morning. 

Mr. Ehrlich. Thank you, Mr. Chairman. I am going to get to my 
Commerce markup before the Chairman gets angry at me. Thank 
you. 

Chairman Shaw. We next have a panel of witnesses from the So- 
cial Security Administration. We have Dr. Susan Daniels, Deputy 
Commissioner, Disability and Income Security Programs; and from 
the U.S. General Accounting Office, Barbara Bovbjerg, Associate 
Director, Education, Workforce and Income Security Issues, Health, 
Education and Human Services Division; and she is accompanied 
by Carol Petersen, who is the Assistant Director of the Education, 
Workforce and Income Security Issues, Health, Education and 
Human Services Division. 

Dr. Daniels, I beg your pardon. I put everybody together, and 
that is not the way it is supposed to be this morning. So, everyone 
can remain at the table, but we will start out with Dr. Daniels and 
go to questioning, and then get to the other witnesses from the 
United States General Accounting Office. Dr. Daniels. 

STATEMENT OF SUSAN DANIELS, PH.D., DEPUTY COMMIS- 
SIONER, DISABILITY AND INCOME SECURITY PROGRAMS, 

SOCIAL SECURITY ADMINISTRATION 

Dr. Daniels. Mr. Chairman, there certainly are enough chairs up 
here, so anyone could join if they would like to. 

Mr. Chairman, Members of the Subcommittee, thank you so 
much for inviting me here today to talk about the work incentives 
for blind individuals and other people with disabilities. 

The Social Security Act defines disability as the inability to en- 
gage in any substantial gainful activity (SGA) due to a medically 
determinable physical or mental impairment. We use how much a 
person earns as a guideline for evaluating whether work is sub- 
stantial and gainful, and whether we may consider them eligible 
for benefits. 

Blindness, sometimes referred to as statutory blindness, is the 
only impairment defined in the Act itself; all other impairments are 
defined by regulation. 

The Social Security Administration has approximately 120,000 
statutorily blind individuals on our rolls, about 100,000 of them on 
Disability Insurance. 
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How do we determine if a person is actually working? For most 
individuals, that is done through regulation, and since July 1999 
the SGA amount has been $700. For individuals who are blind, the 
Act itself specifies the computation of the SGA amount, and since 
January 2000 that has been $1,170 a month. Prior to 1978, the 
SGA amount for the blind and nonblind were identical. The Social 
Security amendments of 1977 linked the SGA amount for individ- 
uals who are blind and the retirement earnings test. The SGA 
amount for individuals who are blind and the retirement earnings 
test rose from $334 a month in 1978 to $980 a month in 1995. For 
the nonblind, the SGA amount rose from $260 a month in 1978 to 
$500 a month in 1995. 

The Contract With America Advancement Act in 1996 signifi- 
cantly increased the retirement earnings test and de-linked the 
SGA amount for individuals who are blind from that test, and it 
indexed the then-SGA amount for individuals who are blind to av- 
erage wage growth. Meanwhile, SSA increased the SGA for 
nonblind individuals to $700 a month last summer. 

The Social Security disability programs that we administer may 
not be the exclusive and permanent source of income for all bene- 
ficiaries, but they can be a stepping stone to improve the economic 
conditions of people with disabilities through Return to Work ini- 
tiatives. 

There are several work incentives in both the SSI program and 
in the Disability Insurance program, which were further enhanced 
by the Ticket to Work and Work Incentives Improvement Act of 
1999. 

We also refer individuals with disabilities to private and public 
vocational rehabilitation programs. Last year. Social Security reim- 
bursed State Vocational Rehabilitation agencies $120 million for 
the rehabilitation of over 11,000 beneficiaries. 

As you well know, you have worked two hard years on producing 
legislation to improve the work incentives. Your success culminated 
in the President signing the Ticket to Work and Work Incentives 
Improvement Act into law last December. I want to express my 
thanks to you, Mr. Chairman, and to all members of this Commit- 
tee for getting that important piece of work done. It is really a 
magnificent bill. 

A quick review. We now have tools in place under the Ticket to 
Work program in Social Security to extend Part A Medicare pre- 
mium-free for individuals who return to work for eight and a half 
years; a quick reinstatement of benefits if working and the work- 
place doesn’t work out for beneficiaries; and, finally, the Medicaid 
buy-in for states to increase economic and health security in the 
states. 

H.R. 1601 and S. 285 would reset the SGA amount for blind peo- 
ple back to the retirement earnings test amount. Currently, the 
earnings retirement test is $1,417 a month. If these bills are en- 
acted in the year 2000, the five-year cost would be about a billion 
dollars and the long-term cost .01 percent of payroll, an impact on 
the long-term solvency of the trust fund. 

H.R. 5 as passed by the House and the Senate would eliminate 
the retirement earnings test completely. The President has prom- 
ised to sign a clean bill to eliminate the retirement earnings test. 
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Obviously, such enactment, combined with the previously discussed 
legislation, would completely eliminate the SGA for blind individ- 
uals, thus making all statutorily blind people eligible for our pro- 
grams. 

Who would benefit? Such a significant policy change would bene- 
fit primarily those individuals who are currently blind and working 
because they would become immediately eligible for Social Security 
Disability. 

In the year 2000, if this bill was enacted, the five-year cost would 
be $2.6 billion and the long-term costs .03 percent of payroll, an 
even greater impact on the trust fund. 

As we think about changes, a few questions should be kept in 
mind. Have we given the time and the resources and support we 
need to achieve and measure the new work incentives you passed 
last year? Are additional ones needed now? If we eliminate work 
as a criteria for benefits, we create a new program that pays people 
based on a significant limitation. Which limitation should that be? 
Which impairments would be covered? Should this supplement ex- 
tend to nonworking age people, say, children or the elderly who are 
in great need? And what is the long-term effect on the solvency of 
Social Security, and how will it be financed? 

A policy change of great significance is possible but is likely to 
require a long period of conversation and significant financial anal- 
ysis. 

Mr. Chairman, we want to build the momentum provided by the 
enactment of the Ticket to Work bill to increase incentives for peo- 
ple with disabilities to work. Commissioner Apfel has reaffirmed 
our commitment to make every effort to bring as many Americans 
with disabilities into the workforce as possible. 

I would be delighted to take your questions. Thank you. 

[The prepared statement follows:] 


Statement of Susan Daniels, Ph.D., Deputy Commissioner, Disability and 
Ineome Security Programs, Social Security Administration 

Thank you for inviting me to discuss current work incentives for blind individuals 
and other people with disabilities. This is an important issue, and the Social Secu- 
rity Administration looks forward to working with you on finding ways to help more 
Americans with disabilities successfully return to work. 

Today 1 would like to discuss the definition of disability and how work activity 
for both blind and non-blind individuals relates to it; our current work incentives 
and the recent changes in the law; and some pending proposals in that area. 

Definition of Disability 

The Social Security Act (the Act) defines disability as the inability to engage in 
any substantial gainful activity (SGA) because of a medically determinable physical 
or mental impairment(s): 

• That can be expected to result in death, or 

• That has lasted or, that we can expect to last for a continuous period of not 
less than 12 months. 

We use earnings guidelines to evaluate whether the work activity is SGA and 
whether we may consider someone disabled under the law. While this is only one 
of the tests used to decide if a person is disabled, it is a critical threshold in disabil- 
ity evaluation. 

Blindness (sometimes referred to as statutory blindness) is the only impairment 
defined in the Act; all other impairments are defined in regulations. Blindness is 
defined as central visual acuity of 20/200 or less in the better eye with best correc- 
tion, or a limitation in the field of vision in the better eye so that the widest diame- 
ter of the visual field subtends an angle of 20 degrees or less (tunnel vision). 
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Blind individuals do not have to meet the “regency of work” test (generally, work 
in 20 out of the last 40 quarters) to be eligible for disability benefits. Approximately 

120.000 of our beneficiaries meet the statutory definition of blindness. (About 50,000 
are Supplemental Security Income beneficiaries aged 18 to 64; approximately 

100.000 are Social Security beneficiaries; about 30,000 are concurrently receiving 
benefits under both programs.) 

Substantial Gainful Activity (SGA) 

The Act requires the Commissioner to prescribe in regulations the criteria for de- 
termining when earnings demonstrate an individual’s ability to engage in SGA. The 
Act also specifies that a different definition of SGA applies to blind individuals. 
With an impairment other than blindness, effective July 1999 earnings over $700 
a month generally demonstrate SGA. For someone who is blind, effective January 
2000, earnings over $1,170 a month generally demonstrate SGA. 

Prior to 1978, the SGA amount was the same for both blind and non-blind individ- 
uals. The Social Security Amendments of 1977 made the SGA threshold for blind 
individuals the same as the monthly exempt amount under the retirement earnings 
test (RET) for individuals at or above the normal retirement age (NRA), an amount 
which has generally been indexed that amount to average wage growth. At the time. 
Senator Birch Bayh indicated that blindness was a “distinct and unique condition” 
and that “The blind, as a group, suffer largely artificial impediments when they 
seek to enter and compete in tbe labor market.” The two thresholds (the exempt 
amount and SGA) rose together from $334 a month in 1978 to $940 a month in 
1995, while the non-blind SGA amount rose from $260 a month in 1978 to $500 a 
month in 1990. 

The Contract with America Advancement Act of 1996, enacted March 29, 1996, 
significantly increased the RET exempt amount (rising to $2,500 a month in 2002 
for individuals at NRA). It de-coupled the SGA amount for blind individuals from 
the RET, and instead continued to index the then-existing SGA amount for average 
wage growth. Meanwhile, SSA increased the regular SGA amount in regulations to 
$700 a month effective July 1999. 

For individuals who are blind and age 55 or older, if their work requires a lower 
level of skill and ability than the work that they did before age 55, benefits are sus- 
pended, not terminated, when earnings demonstrate SGA. Benefits are then payable 
for any subsequent month that earnings fall below SGA. 

Work Incentive Provisions 

Congress enacted work incentive provisions that were strongly supported by the 
Administration to provide beneficiaries with the support they need to move from 
benefit dependency to independence. Work incentives assist beneficiaries with dis- 
abilities to enter or reenter the workforce by protecting entitlement to cash pay- 
ments and/or health care until this goal is achieved. 

Some work incentives are common to both the Social Security Disability Insurance 
(SSDI) and Supplemental Security Income Program (SSI), while some are unique to 
one program or the other. Because even the common work incentives may be treated 
differently by either program, I would like to briefly discuss work incentives as each 
program treats them. I would also like to point out the special work incentives that 
apply only to blind beneficiaries of either program. SSDI Work Incentives 

There are several work incentives for SSDI beneficiaries built into the Act, most 
notably impairment-related work expenses (IRWE), the trial work period (TWP), the 
extended period of eligibility for reinstatement of benefits (EPE), and continuation 
of Medicare. These are dependent upon the disabled beneficiary continuing to have 
a disabling impairment. 

When determining SGA, we deduct from gross earnings the cost of certain impair- 
ment-related work expenses. We deduct beneficiaries’ IRWE paid during a period of 
work when: 

• The item or service enables them to work; 

• They need the item or service because of their disabling impairment; 

• They pay the cost and are not reimbursed by another source (e.g.. Medicare, 
Medicaid, private insurance); 

• The expense is “reasonable” — that is, it represents the standard charge for the 
item or service in their community. 

The TWP allows disabled beneficiaries to test their ability to work for at least 9 
months. During the TWP, beneficiaries receive full benefits regardless of how high 
earnings might be. The TWP continues until the accumulation of 9 months (not nec- 
essarily consecutive) of “services” performed within a rolling 60-consecutive-month 
period. We use this “services” rule only to control when the TWP stops. “Services” 
means any activity in employment or self-employment for pay or profit or of the 
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kind normally done for pay or profit (whether or not it is SGA). We currently con- 
sider work to be services if earning are more than $200 a month (or more than 40 
self-employed hours in a month). 

Once benefits have been ceased due to SGA, the EPE allows automatic reinstate- 
ment of benefit payments for any month in which earnings fall below SGA. Benefits 
can be reinstated anytime during the 36-month period following the end of the TWP, 
and will continue as long as requirements are met. Currently, Medicare coverage 
continues during this period and for three additional months. At that point, disabled 
individuals can buy Medicare coverage. Effective October 1, 2000, based on the new 
Ticket to Work Incentives Improvement Act, premium-free Medicare is extended an 
additional 4 years. 

In addition to providing incentives to work, we also refer disabled beneficiaries 
to their local State Vocational Rehabilitation VR agency, or to other service provid- 
ers in the public and private sector who try to help beneficiaries return to work. 
In fiscal year 1999, SSA paid State VR agencies about $120 million for their services 
provided to 

over 11,000 beneficiaries with disabilities who worked at least 9 months at the 
substantial gainful activity level. Although this was a record year for reimburse- 
ments, we look forward to much more progress in this area. 

SSI Work Incentives 

Some general information about the SSI program is useful to explain the work 
incentive provisions as they apply to that program. The SSI program differs from 
Social Security in that the monthly Federal benefit standard (currently, $512 for an 
individual and $769 for an individual with an eligible spouse) is reduced dollar-for- 
dollar by the amount of the individual’s “countable” income — i.e., income less all ap- 
plicable exclusions. The result of this computation determines whether the individ- 
ual (or couple) is eligible and the amount of the benefit payable. 

SSI law defines two kinds of income: earned and unearned. Earned income is 
wages, net income from self-employment, remuneration for work in a sheltered 
workshop, royalties on published work, and honoraria for services. All other income 
(including income received in kind) is unearned. 

When determining an individual’s countable income, exclusions are taken for var- 
ious types of income. There is a general $20 exclusion, generally applied to an indi- 
vidual’s for unearned income. In the case of earned income, we exclude a portion 
of the $20 general exclusion that has not been used, and then exclude the first $65 
and one-half of the remainder of the earnings. This greater exclusion for earned in- 
come acts as a work incentive for all SSI recipients. 

In determining the benefits of disabled individuals, we exclude IRWEs. For the 
disabled, we exclude work expenses directly related to the individual’s disability, 
such as attendant care services, assistance in travelling to and from work and per- 
sonal assistance related to work. I will discuss allowable deductions for blind SSI 
beneficiaries in greater detail later. 

Under SSI we also exclude income set aside or being used to pursue a plan for 
achieving self-support (PASS) that has been established by a disabled or blind per- 
son. These plans are established to help blind and disabled individuals become self- 
supporting by excluding income that is set aside to help the individual reach a spe- 
cific occupational goal. In December 1999, there were 1,045 SSI recipients with a 
PASS established, although not all of those individuals reported earnings for that 
month. 

Finally, the laws governing SSI contain provisions that enable blind and disabled 
individuals to continue working and receiving income beyond the limit that would 
normally result in ineligibility. 

Under section 1619(a), a disabled beneficiary who would cease to be eligible be- 
cause of earnings over the SGA limit (currently $700 a month) can continue to re- 
ceive cash benefits until the amount of earnings would cause him or her to be ineli- 
gible for benefits under SSI income counting rules. Being a recipient of this special 
benefit equals being an “SSI recipient” for Medicaid eligibility purposes. 

Section 1619(b) provides “SSI recipient” status for Medicaid eligibility purposes 
for certain SSI recipients. These individuals have earnings which preclude the pay- 
ment of an SSI benefit but are not sufficient to provide a reasonable equivalent of 
the SSI, social services, and Medicaid benefits that the individuals would have in 
the absence of earnings. For these individuals, the loss of the social service and 
Medicaid benefits would seriously inhibit their ability to continue working. How- 
ever, these individuals have to be otherwise eligible except for their earnings. 

According to SSAs Office of Research, Evaluation and Statistics, there were ap- 
proximately 340,000 SSI disability beneficiaries (or 6.4 percent) who were working 
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In December 1999. About 70,000 of these individuals were receiving benefits under 
section 1619(b). These beneficiaries do not receive an SSI payment but retain their 
Medicaid coverage. Almost three-fourths of those who received this type of SSI bene- 
fit had amounts of earned income below the substantial gainful activity level. 

Blind Work Incentives 

I have already discussed how the SGA level differs for blind beneficiaries and how 
it applies to SSDI beneficiaries who are blind and age 55 or older. SSA also does 
not count any earned income a blind SSI beneficiary receives that is used to meet 
any expenses needed to earn that income in determining SSI eligibility and payment 
amount. Unlike IRWE, blind work expenses (BWE) do not have to be related to 
blindness. As a result, any expense reasonably attributable to work is to be ex- 
cluded, dollar for dollar, not simply those related to the impairment. 

Some examples include guide dog expenses; transportation to and from work; Fed- 
eral, state, and local income taxes; Social Security taxes, attendant care services, 
professional association fees; and union dues. 

Ticket to Work and Work Incentives Improvement Act of 1999 

As you know, the President signed the Ticket to Work and Work Incentives Im- 
provement Act of 1999 (the “Ticket”) into law last December. I want to express my 
thanks, Mr. Chairman, to you, and the members of the Subcommittee, for your sup- 
port in getting the “Ticket” passed. This legislation will help disabled individuals 
who want to work by lessening their fears about losing health care coverage and 
income during attempts to work.It improves and expands their VR choices, provid- 
ing enhanced work incentives, outreach activities and new service structures. 

The provisions most pertinent to today’s discussion include: 

• The Ticket to Work and Self-Sufficiency Program — which provides beneficiaries 
with opportunities to get vocational rehabilitation services, employment services or 
other support services from approved providers that they can choose, and which will 
be phased in beginning 2001. 

• Part A premium-free Medicare coverage for disability beneficiaries who return 
to work is extended for four and one-half years beyond the current limit effective 
Oct. 1, 2000. 

• Quick reinstatement within five years without filing a new application for bene- 
ficiaries with a disabling condition whose benefits have ended because of earnings 
from work. 

• Prohibition against initiation of a continuing disability review (CDR) while a 
beneficiary is — using a ticket — or based on the work activity of an individual receiv- 
ing benefits for at least 24 months. 

Ever since the “Ticket” was enacted, we have been actively engaged in the hard 
work of implementing its various provisions. We again look forward to working with 
you as the different provisions take shape and begin to show the results we antici- 
pate — more people with disabilities entering or reentering the workforce. 

Pending Legislation 

Legislation has been introduced in both the House (H.R. 1601) and the Senate (S. 
285) that would equate the SGA amount for blind individuals with the RET exempt 
amount at NRA. Currently that amount is $1,417 a month, which is scheduled to 
rise to $2,500 a month in 2002 (30,000 per year), and to be indexed to average wage 
growth thereafter. I would like to point out that approximately 60 percent of work- 
ers today earn $30,000 per year or less. If these bills were enacted effective 2000, 
we estimate 5-year costs of $0.9 billion and long-term costs to the Social Security 
trust funds at —0.01 percent of taxable payroll; in other words, passage of such a 
provision would have a detrimental impact on long-term solvency. Any consideration 
of these proposals should be done in the context of Social Security solvency legisla- 
tion. 

H.R. 5 as passed by the House would eliminate the RET at NRA effective this 
year. As you know, the President has promised to sign a clean bill to eliminate the 
RET at NRA. Obviously, such enactment would affect the preceding SGA proposal; 
that proposal, if combined with H.R. 5, would completely eliminate the SGA amount 
for blind individuals, thus permitting a blind individual to earn any amount and 
still be eligible for benefits. Under this scenario, effective 2000, we estimate 5-year 
costs of $2.6 billion and long-term costs at - 0.03 percent of taxable payroll, an even 
greater negative impact on long-term solvency. Note that the elimination of the RET 
at NRA has no impact on long-term solvency, but there are additional Medicare and 
Medicaid costs as well. 
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Conclusion 

Mr. Chairman, we want to build on the momentum provided by the enactment 
of the “Ticket” and to increase incentives to work for all people with disabilities. Our 
commitment is to make every effort to enrich the lives of people with disabilities 
and to help those who want to work do so. 

As Commissioner Apfel testified before this Subcommittee last year, as a nation, 
we are best served when all our citizens have the opportunity to contribute their 
talents, ideas, and energy to the workforce. We look forward to working together 
with the Subcommittee and Congress to achieve the proper equilibrium of equity 
and actuarial balance in the area of disability work incentives. I will be happy to 
answer any questions the Members may have. 


Chairman Shaw. Thank you. Mr. Matsui? 

Mr. Matsui. Thank you, Mr. Chairman. Dr. Daniels, thank you 
for your testimony, it is very helpful, obviously. You indicated that 
if we raise the earnings limit for the disabled to $17,000 a year — 
from $700 to whatever the current level would be, the level before 
the new bill becomes law, it would be .03 in terms of the negative 
impact on solvency of the Social Security system? 

Dr. Daniels. That is the estimate if we eliminate the SGA 
amount just for our blind beneficiaries. 

Mr. Matsui. It is my understanding that the actuaries, however, 
do take into consideration that there would be indexing of that 
earnings limit in terms of doing a calculation over a 75-year period, 
is that correct? 

Dr. Daniels. Well, yes. The notion of substantial gainful activity, 
just that notion itself, has to continue in actuarial terms to change 
and grow over time, or else it would lose all meaning because 
wages grow over time. 

Mr. Matsui. So they do expect — the actuaries, in their calcula- 
tions over the 75-year period, do expect it to grow or increase over 
time? 

Dr. Daniels. That is correct. 

Mr. Matsui. So, if we begin today — and the only reason — because 
it is such a small amount, given the fact that the CPI is so small, 
obviously it is good for our economy — probably not good for, obvi- 
ously, people that are receiving fixed benefits — ^but if you begin in- 
dexing, then this would have no impact on the solvency of the So- 
cial Security trust fund in terms of where we are today, over a 75- 
year period? 

Dr. Daniels. Well, what the actuaries actually do is assume the 
current law. And so they look at what the growth would be in SGA 
given current law which is right now indexing the SGA for blind 
individuals as currently indexed to average wage growth, but if we 
eliminated it, then there would be an even larger number of people 
eligible for the program. 

Mr. Matsui. You are talking about eliminating the earnings 
limit? 

Dr. Daniels. Eliminating the substantial gainful activity test, 
right. 

Mr. Matsui. Oh, but I wasn’t suggesting — I was suggesting in 
my question that if you indexed it — 

Dr. Daniels. It is indexed today. 

Mr. Matsui. It is indexed today? 
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Dr. Daniels. Yes, it is. The blind SGA is currently indexed to av- 
erage wage growth. 

Mr. Matsui. Well, I thought it stated at $700. 

Dr. Daniels. No, $700 is for those individuals who are not blind. 

Mr. Matsui. For individuals who are — 

Dr. Daniels. Not blind. The SGA is $700 a month. 

Mr. Matsui. Okay. But if you indexed it for both the blind and 
the nonblind, would it then have an impact on the trust fund? 

Dr. Daniels. It would have an immediate and small impact be- 
cause there is an assumption that SGA will grow as wages grow. 
So the long-term impact is very negligible to index the SGA. 

Mr. Matsui. That is because — again, I want to go back and re- 
peat myself — because the actuaries take into consideration the in- 
dexation on the basis of wages. 

Dr. Daniels. Absolutely. 

Mr. Matsui. So it shouldn’t have any impact. It shouldn’t even 
be a negligible impact. 

Dr. Daniels. I can’t believe it took us this long to get to agreeing 
with your statement. Yes. 

Mr. Matsui. Now, I guess if we would have been indexing when 
we decoupled the blind from those 65 and older — I don’t know what 
the inflation rate would have been over that last few years, but it 
probably would have been somewhat substantial, and I would 
imagine this would make some sense to do — it obviously may not 
make a lot of folks happy — ^but at least it would be a start. Is that 
something that you — and I know you can’t make a policy decision — 
obviously, this is a new discussion — but at least would that be 
something that you would consider recommending as a solution to 
this? 

Dr. Daniels. Well, we are not taking a position today — 

Mr. Matsui. I understand that. 

Dr. Daniels. — ^but what I can say to you is just to keep in mind 
that the blind SGA is currently indexed by statute — 

Mr. Matsui. Right, but not the balance of the disabled. 

Dr. Daniels. — ^ but the balance of our beneficiaries have an SGA 
amount fixed at $700 a month, which can be changed by regula- 
tion. 

Mr. Matsui. Right. Okay. Well, I don’t have anymore questions 
in this area. I sense that the real way we probably will have to ad- 
dress these issues when we deal with Social Security comprehen- 
sively, that is my belief given the fact that we have a lockbox, and 
then given the fact that the surplus is not as large at this time, 
and we obviously don’t want to use on-budget surpluses. Is that a 
correct analysis of the position today? 

Dr. Daniels. The President is very eager to sign a clean bill on 
the retirement earnings test, and a decision to change substantially 
the role and function of the disability program, which the SGA is 
a very significant part of, is possible, but requires a great deal of 
conversation and financial analysis. 

Mr. Matsui. Thank you. Thank you very much. 

Dr. Daniels. You are welcome, Mr. Matsui. Thank you. 

Chairman Shaw. Dr. Daniels, I have a number of questions here 
that have been supplied by staff that I would like to read to you, 
and if you could answer, we would appreciate it. 
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What is substantial gainful activity? You mentioned that SGA is 
a “critical threshold” in disability evaluation. Would you explain 
what we mean when we talk about substantial gainful activity? 
What would it mean to have a “disability” program that does not 
consider ability to work and the earnings as a test of whether 
someone is disabled? 

Dr. Daniels. Well, I think it is really — the words “substantial 
gainful activity” are a lot of big legal words for the notion of work 
and ensuring work. 

When individuals pay Social Security payroll taxes, what they 
are getting is not only an opportunity to have income when they 
retire, but if they are unable to work because of a disability, an op- 
portunity to have their income replaced. So the notion is that peo- 
ple of working age should work if they can, but if they can’t they 
are insured against the loss of income due to disability. 

So, our first question when we evaluate whether or not a person 
is eligible for Disability Insurance benefits, is to ask it they are 
working. And SGA is just a way of determining if a person is really 
earning a real income, not just a token income from some hobby 
or some small activity, but substantial activity that produces a real 
income. 

That amount is set for blind individuals by statute, by the Act 
itself For all other people with disabilities who apply, we set that 
amount by regulation. We assume that if a person today is earning 
less than $700 a month, they are not doing substantial gainful ac- 
tivity, or that is they are not really working enough to support 
themselves. And if they have a mental or physical impairment, 
they become eligible for the program. 

For individuals who are blind, however, the amount is $1,170 a 
month because that is what the statute has established. We do not 
set that by regulation. 

So, basically, the question is, do we want to have a test for work? 
Do we want to say that we provide income security for individuals 
because they are unable to work in their working years? And that 
pretty much is the question about SGA. 

Now, it is possible to have a program where people simply get 
a benefit based on a limitation that they might have and whether 
or not they work, but that has never been the role of the Social Se- 
curity Disability Insurance program. That would be a supple- 
ment — or sometimes in other countries called the “disability allow- 
ance.” That is a different kind of program, and the effect of remov- 
ing SGA is basically to say that an individual with a significant im- 
pairment would simply be eligible based on that impairment, 
whether or not he or she is they are able to work. 

Chairman Shaw. Thank you. Mr. Collins? 

Mr. Collins. Dr. Daniels, how does the SGA differ from the 
earnings limit for seniors? 

Dr. Daniels. Well, today, it is not linked. In 1996, with the Con- 
tract with America Advancement Act, the SGA for blind individuals 
and the retirement earnings test were de-linked. They were no 
longer tracking together in the legislation. But the SGA for blind 
individuals was indexed to average wage growth. And the growth 
of the retirement earnings test from 1996 to the year 2002 was 
greater than it would have been had it been indexed. 
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So, in other words, the individuals who are blind, their SGA is 
not growing as fast as the retirement earnings test under current 
law. 

Mr. Collins. What is the difference in the principle behind it — 
not the dollar amount? Why is one set at one rate, or fee, or check, 
or benefit, than another one? Why do you do these things? 

Dr. Daniels. Well, I think that would be a good question for me 
to ask you because I didn’t do those. 

Mr. Collins. Why did I do that? 

Dr. Daniels. I don’t know why you did, but let me see — let me 
take a good guess, Mr. Collins. When we think about social insur- 
ance, we are thinking about individuals paying in together so that 
they can insure themselves against loss of income either due to 
aging because they are elderly, or due to disability, the inability to 
work during their working years. And I think that is a very won- 
derful idea, that we all pull together to take care of those who need 
income when they are elderly and should expect to get some of that 
back, or who in their working years are unable to work. 

Now, when we say that we would eliminate a retirement earn- 
ings test for the elderly, what we are saying is that even if you 
don’t have to work or you are retired, you can work if you can. But 
we know that a lot of people, as they get older, find it very difficult 
to work full-time or to work consistently, and we are not expecting 
people who are retirement age to actually be able to continue to 
work full-time; whereas, with the younger population, we expect all 
those who can work, to work. 

And so the SCA amount for people in their working ages can be 
different because its purpose is to say that we only give our bene- 
fits to individuals who are not able to work with their impairment. 

Now, some people are able, regardless of their impairment, to 
work, but some are not. And so SCA — the substantial gainful activ- 
ity test — ^becomes a way of saying, “Well, if you can work, you 
should work; but, if you can’t, this program is here to help you”. 

Mr. Collins. I have talked to constituents who are blind, and 
they have expressed they don’t feel like there should be a total re- 
peal, that there should be some limit, do you agree with that? 

Dr. Daniels. Well, I certainly think that some people believe 
that if you go to work, the way the program has a “financial cliff” — 
after a year your benefits completely end — is quite problematic. 
And in the Ticket to Work and Work Incentives Improvement Act 
that you passed last year, you directed the Social Security Adminis- 
tration to do some demonstrations, to test out different ways of 
making that “cliff” a “ramp” so that people could ease off, and we 
are preparing — ^very, very actively preparing to begin those dem- 
onstrations. I hope in the next few years we will have a good an- 
swer for you on that question. 

Mr. Collins. Well, that seems to be the answer because I see 
where, with the cliff, it totally can disrupt an individual’s life. 
Okay. Thank you, ma’am. 

Chairman Shaw. Mr. McCrery? 

Mr. McCrery. Thank you, Mr. Chairman. I know we have a 
vote, and I apologize for being late. 

Chairman Shaw. Do you wait until after the vote, or do you want 
to go ahead now? 
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Mr. McCrery. Well, I am mainly interested — and I understand 
Mr. Matsui pursued this, I am sorry I wasn’t here — but I would 
like for you to explain, if you can, why there is a difference in the 
amount of income allowed blind disabled and the amount of income 
allowed nonblind disabled, if you can. Could you touch on that? The 
rationale, the policy rationale for that. 

Dr. Daniels. Well, the rationale and the why might not be ex- 
actly the same. The why is that the SGA for blind individuals is 
set in the statute itself, by law. The SGA, substantial gainful activ- 
ity, amount for nonblind beneficiaries is set in regulation. Now, 
that is the way the current provisions are structured. 

So the reason that the SGA for the blind is what it is and in- 
dexed to average wage growth is because the Act says it should be, 
and the Act is silent on the SGA amount for nonblind, or how it 
is handled in terms of growth. So, that is the technical answer. If 
that satisfies you, that is fine. 

Mr. McCrery. No, it doesn’t. 

Dr. Daniels. There is a philosophical answer as well, and that 
has to do with the function of the retirement earnings test and the 
function of SGA. SGA assumes, or the Disability Insurance pro- 
gram assumes that people of working age who can work, should 
work. But we know that some people can’t work. Some people can’t 
work because of impairments — that is, they have a health condition 
or a functional limitation that makes it impossible for them to 
work. Those people receive Disability Insurance. They receive that 
when they are unable to work, and that is a great safety net be- 
cause that happens to many workers, that they are unable to work. 
However, it is not the same thing as being retired. It is not the 
same policy. 

We provide retirement income to people when they reach a cer- 
tain age, based on the average — 

Mr. McCrery. Maybe I didn’t make myself clear. I am 
interested — 

Chairman Shaw. Let me interrupt, if I may. If you could mull 
over that question, we will come right back. We are going to have 
to recess — 

Mr. McCrery. Let me restate the question so she can mull over 
the question that I want her to answer. The thing I am interested 
in is the difference between the earnings limit, if you will, or the 
SGA limit for blind disabled as opposed to nonblind disabled. Never 
mind the Social Security retirement, I understand why there is a 
difference there. I want to know the policy rationale for the dif- 
ference between blind disabled and nonblind disabled, and what 
each of those categories can earn without losing their benefits. 

Dr. Daniels. I will focus on that when you come back. 

Chairman Shaw. And with that, stay tuned for that answer. We 
will return in approximately 15 minutes. [Recess.] 

Chairman Shaw. We had a real cliffhanger, and we were waiting 
for Dr. Daniels to reply to Mr. McCrery. 

Dr. Daniels. I guess the question is, is this my final answer, 
right? [Laughter.] 

Dr. Daniels. Mr. McCrery, I gave some thought to the question 
that you asked, and I actually consulted here with my colleagues 
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and some members of the advocacy community, and I think here 
the answer goes something like this. 

The SGA for blind and nonblind were the same from the begin- 
ning of this program to 1978. And that is when the split began. 

I would imagine when the time of the split was made — and I 
wasn’t there, and I wasn’t in Congress at the time — but I would 
imagine that what that split represented to the Congressmen who 
made that split was a recognition that individuals with blindness 
have very significant and very serious impediments in getting in 
the workforce, and great need. 

Now, it would be hard today, looking at the changes in tech- 
nology and the advancements in education for people with disabil- 
ities to actually — and I think you will hear testimony today about 
whether or not research supports that assumption — but I would 
imagine that this was done in good will — that is, to recognize and 
support some people who have a very, very significant impairment, 
and it was probably done on the basis of that good will and that 
notion that they are unique and uniquely disabled and uniquely 
disadvantaged by their impairment. 

Mr. McCrery. Well, thank you for that answer. Have you 
thought about the fact that blindness is easily — the disability of 
blindness is easily ascertained, it is easily discovered, it is easily 
provable, as opposed to some other forms of disability that are 
more subjective in terms of medical analysis? Is that possibly part 
of — 

Dr. Daniels. There are some impairments that are very easy to 
discern, even to the layman. For instance, I use a scooter and that 
is fairly easy to discern. And people who have very significant hear- 
ing impairments are very easy to discern. And there are other im- 
pairments that are more difficult to discern — heart condition, dia- 
betes, et cetera. 

I don’t know if that would explain the difference in the amount 
itself, or linking one to the retirement earnings test and not an- 
other. But I imagine it was done on the basis of some notion of 
good will and assistance to people who are obviously in need. 

Mr. McCrery. Do you support the difference? Do you think that 
there is — would you recommend to us policymakers that we main- 
tain a difference in the earnings limit, so to speak, for blind dis- 
abled and nonblind disabled? 

Dr. Daniels. I think that the road you are going down now is 
the most judicious, to listen to the constituencies and to hear from 
people about this difference, and to have the CAO look at the re- 
search. 

I will not be in the same position to have gathered all that infor- 
mation that you have. We have not taken, in the Administration, 
a position on this, but you are certainly going to hear from your 
customers, from people with disabilities of various kinds, and from 
the CAO, and I think that is the way to go. Take a look at it from 
all sides, and make up your own mind. 

Mr. McCrery. Thank you, Ms. Daniels. 

Chairman Shaw. Mr. Portman. 

Mr. Portman. Thank you, Mr. Chairman, and commend you for 
what you did last year on the Ticket to Work, which was very help- 
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ful, but I know you would like to do more to ensure that all dis- 
incentives are removed to work. 

Dr. Daniels, I was just listening to your response to Mr. 
McCrery. I am not sure that I understand the Administration’s po- 
sition, and looking at your testimony I wanted to ask a question, 
if I could. I don’t think you will need a lifeline for this one. 

Dr. Daniels. Thank you. My mother is standing by. 

Mr. PoRTMAN. Okay. You can call or you can poll the audience, 
but — [Laughter. ] 

Mr. PoRTMAN. This is sick, isn’t it? We are all spending our time 
watching these shows instead of watching C-SPAN and these in- 
teresting hearings. 

Does the Administration take a position with regard to differen- 
tial treatment? I know you say you haven’t done some of the re- 
search and so on, but in looking at your testimony, it says “Our 
commitment is to make ever effort to enrich the lives of all people 
with disabilities and to help all those who want to work to do so”. 

And I just wonder, are you implying there that all people with 
disability should be treated equally when it comes to incentives to 
work and, if so, do you have any specific suggestions for this Sub- 
committee as we grapple with this issue? What is the Administra- 
tion’s position? 

Dr. Daniels. Well, the Administration has no position on this 
particular piece of legislation, but there is some guidance, I think, 
that I can offer you in terms of thinking about it. 

You have asked the right questions, I think, of the GAO, and I 
think your question of me, is this disparate treatment fair? It is not 
necessarily fair to treat everyone alike. Some people have greater 
need. And we recognize that in the SSI program when people are 
able to work some, their check is reduced $1.00 for every $2.00 that 
they earn, and that is a recognition that some people can do more 
for themselves. 

We don’t think that “identical” is the same thing as “fair”. You 
are about to evaluate whether or not this disparate treatment is 
based on some rational facts about the special circumstances of in- 
dividuals who are blind. That makes sense to me. And you will 
draw your own conclusions about that. I think that the worst thing 
to do is to think that “identical” is the same thing as “fair,” and 
I don’t think it is. 

Mr. PoRTMAN. Well, I appreciate that guidance. I think it would 
be helpful if we could get a specific answer to this legislation from 
the Administration because you all do have a lot of research and 
resources, and have obviously the responsibility of administering 
these programs. 

I would just make the general comment that just as we have run 
into the earnings limit issue with Social Security, ages 65 to 70, 
so we have run into it on this issue. And back home we have a 
wonderful organization called the Clovernook Center for the Blind, 
and they do a lot of work. They produce for the Federal Govern- 
ment and for the private sector lots of material including Braille 
editions of general readership magazines that go around the coun- 
try. And they have had a hard time keeping and attracting blind 
and disabled employees because people worry about how it will af- 
fect their Social Security Disability benefits, which is very similar 
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to what we all hear back home on the earnings limit on Social Se- 
curity. 

And just last week, in fact, two constituents came to see me, both 
of whom are active members of the American Council of the Blind 
and are blind themselves, and talked about that in very personal 
terms. They want to work, but they feel they can’t afford to. 

So, I do think this is an issue that the Ticket to Work helps a 
lot, but our work is not yet done. And, again, I think it would be 
very helpful if the Administration could give us some more specific 
guidance as we work through this. Thank you, Mr. Chairman. 

Chairman Shaw. Mr. Hulshof 

Mr. Hulshof. Thank you, Mr. Chairman. Dr. Daniels, welcome. 
I want to make a point, and I think it is worth noting, that individ- 
uals with disabilities can actually earn more than the limits but 
then stay eligible, and the reason is that they can subtract work 
expenses that are related to their disability in determining their 
earnings subject to the limit, although this sounds to me like an 
administrative nightmare. 

I guess my question is, first of all, how many individuals who are 
blind take advantage of these deductions to earn more than the 
$1170 a month limit, do you know offhand? 

Dr. Daniels. Actually, I do know, and I have it on a sheet of 
paper here and I am going to take a look at it and answer that 
question for you. But the blind work incentive deduction is a little 
bit more liberal than the other, for the impairment-related work 
expenses. The impairment-related work expenses for nonblind have 
to be impairment-related whereas the work expenses for individ- 
uals who are blind can be any work expense. So, it can be a reader, 
or the care of a guide dog, or special transportation, but it also can 
be union dues, or uniforms, or any of the expenses of work can also 
be deducted. So that is a more liberal standard than for the 
nonblind. 

Hold on a second, I am going to look that up for you. It is hard 
to compare apples and oranges here because we have work incen- 
tives in the SSI program, work incentives in the Disability Insur- 
ance program, and we have concurrent beneficiaries, so you are 
right, it is a pretty complicated picture. 

But we have about 75 percent of blind DI individuals are not 
posting any kinds of earnings and are probably not using any of 
the work incentives, and about 13 percent of them are posting 
earnings under $6,000 a year. Nine percent are posting earnings at 
about between $6-12,000 a year, and 3 percent are posting earn- 
ings over $12,000 a year. So, 75 percent of our blind beneficiaries 
are not using the work incentives at all. 

Mr. Hulshof. Does SSA ever determine that expenses are “not 
reasonable” and, if so, what happens then? 

Dr. Daniels. Well, certainly, when they are not reasonable, but 
we would then give an explanation to the beneficiary of why an ex- 
pense is not considered reasonable. 

But we really do want to encourage people to tell us what their 
expenses are so that we can assist them in getting the maximum 
from the work incentives, and as good a start on that employment 
track as we can help them do. 
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Mr. Hulshof. Do you have, maybe in the numbers in front of 
you, how many people actually file for these work incentives? I 
mean, you have told us how many qualify. Do you happen to have 
those numbers, or can you get them to us later? 

Dr. Daniels. Yes, we can get them to you for the record, as best 
we can. 

[The information follows:] 

For work expenses for either DI or SSI beneficiaries, no formal claim is filed that 
SSA would keep track of. These issues come up in the ordinary course of claims de- 
velopment and work reviews. We can deduct all, some, or none of the claimed ex- 
penses, but we do not track these categories. Often, the amount of expenses would 
be immaterial to the case, such as when earnings are below SGA without consider- 
ing expenses. In any event, processing instructions indicate that the work expense 
provisions should be liberally construed. 

In December 1999, about 4,000 SSI recipients reduced their countable earnings 
through the Blind Work Expense provision. The average amount of the blind work 
expense was approximately $250. 

Mr. Hulshof. The other issue as we have been talking about, in 
1977 the separate substantial gainful activity limit was estab- 
lished, and the new limit was increased annually for the blind to 
reflect average wage growth, and because average wages grow fast- 
er than prices, this SGA limit also has grown faster than inflation. 
In contrast, the SGA limit for individuals with other disabilities is 
not automatically adjusted either for prices or wages, and as a re- 
sult the SGA limit for those who are not blind has fallen behind. 

Now, I recognize that the Administration just increased that 
limit from $500 to $700 a month last year. When was the last in- 
crease prior to 1999, if you know. Dr. Daniels? 

Dr. Daniels. Yes, I do know, it was in 1990. It was raised from — 
the two most recent changes was from 1980 to 1990, it went from 
$300 to $500. It was $300 in the entire decade of 1980. In 1990, 
it went to $500, and in 1999 to $700. 

Mr. Hulshof. And do you anticipate any further increases for 
those who are not blind? 

Dr. Daniels. When we put out the regulation, the Notice of Pro- 
posed Rulemaking for raising the SGA to $700, we asked individ- 
uals for comments on all other aspects of SGA for nonblind, and 
we received many, many comments. Those are under consideration 
and analysis, at this time. 

Mr. Hulshof. Thank you. Dr. Daniels. Thank you, Mr. Chair- 
man. 

Mr. McCrery. Mr. Chairman, may I follow up just very quickly? 

Chairman Shaw. Yes, go ahead. 

Mr. McCrery. Did the Administration make a cost estimate 
when you increased it from $500 a month to $700 a month? 

Dr. Daniels. Yes, we did. 

Mr. McCrery. And what was that? 

Dr. Daniels. I am going to have to look over here to my col- 
leagues because I have a number in mind, but I want to check it. 

We did make a cost estimate it was included in the baseline, in 
0MB. 

Mr. McCrery. Can you get for us maybe the analysis and show 
us how much that cost was estimated to cost over, say, five years 
or ten years? 
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Dr. Daniels. Okay. We certainly will, we will submit it for the 
record. 

[This information follows:] 
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Regulatory Procedures 
Paperwork Reduction Act 

These regulations impose no new 
reporting/record-keeping requirements 
necessitating clearance fay the Office of 
Management and Budget (0MB). 

Executive Order 12866 
Regulatory Impact Analysis 

Introduction-Based on the costs 
associated with these final rules, the 
Social Security Administration has 
determined that they require an 
assessment of costs and benefits to 
society per Executive Order 12866 
because they meet the definition of a 
"significant regulatory action." These 
final rules also meet the definition of a 
"major rule” under 5 U.S.C. 801ff,, and 
this assessment also fulfills the 
requirements of those provisions as 
well. In addition, SSA has determined, 
as required under the aforementioned 
statute, that these final rules do not 
create any unfunded mandates for State 
or local entities pursuant to sections 
202-205 of the Unfunded Mandates Act 
of 1995. 0MB has reviewed these final 
rules. 


Executive Order 12866 includes in its 
definition of a “significant regulatory 
action” one which generates a major 
increase in costs for the Federal 
government. Accordingly, a discussion 
follows of the effect of the regulations 
and general information on estimated 
costs and benefits to society. 

Nature of the Program — ^Benefits to 
disabled and blind individuals are 
provided under tide II and tide XVi of 
the Act. Disability is defined under both 
programs as, “* • * inability to eng^e 
in any substanOal gainful activity ty 
reason of any medically determinable 
physical or mental impairment * * 
Related medical benefits to disabled and 
blind individuals are provided under 
title XVIII and title XIX of the Act, 

We use earnings guidelines to 
evaluate a person's work activity to 
determine whether the work activity is 
SGA and therefore whether that person 
may be considered disabled under the 
law. While this is only one of the tests 
used to determine disability, it is a 
critical threshold in disability 
evaluation. We evaluate the work 
activity of persons claiming or receiving 
disability benefits under title II of (he 
Act and that of persons claiming 
benefits because of a disability under 
title XVI of the Act. These new 
regulations increase the amounts of 
those earnings guidelines. We have not 
raised the SGA earnings amount for 
approximately nine years. We are 
raising it now to approximate wage 
growth during that time. 


Intended Effect — We expect that the 
increase in the amount of earnings that 
constitute SGA will provide a greater 
incentive for many people with 
disabilities to attempt to work or, if 
already working, to continue to work or 
increase their work effort. Hundreds of 
thousands of people with disabilities 
already work and the new revisions will 
be of advantage to many. For these 
individuals, as well as those not now 
working, the new revisions will enhance 
their potential to participate in the 
workforce, and, consequently, improve 
their economic well being by increasing 
their income through earnings. 

In addition, the increase will permit 
some individuals with disabilities who 
have earnings in excess of the prior 
regulatory limit ($500) but less than the 
amount in these new rules ($700) , to 
receive benefits. We estimate that by 
Fiscal Year (FY) 2004, an additional 
27,000 individuals will receive benefits 
because of these changes, This estimate 
is based on analyses of the earnings 
distributions of a representative sample 
of disabled individuals. 

The following chart provides the 
estimated increases in Old-age, 

Survivors and Disability Insurance 
payments, Federal SSI payments, 
Medicare benefits, and Federal share of 
Medicaid benefits due to the increase in 
the SGA amount to $700 in 1999, for 
fiscal years 1999-2004. (Amounts are in 
millions.) 



1 Rscal year 

Total 

1 999-2004 

1939 

2000 

2001 

2002 

2003 

2004 

OASDI 

10 

30 

55 

75 

100 

120 




20 

25 

25 




Medicare 

10 

20 

30 

50 




Medicaid 

40 

60 1 

70 

75 

90 

100 

435 

Subtotal, all programs 

75 

130 

180 

225 

280 

330 

1220 


’ Totals may not equal sum of rounded components. 

underlying Ihe PresIdenFs FY 2000 Budget, Including the SSA Office of the Actuary's normal as- 
sumption ot an ouA amount increasing with average wages. ’ 

^Estimates for Medicare and Medicaid provided by the Office of the Actuary in the Health Care Financing Administration (HCFA). 


In addition, since States share in the have some costs associated with the These costs are estimated by HCFA to be 

costs of financing Medicaid, States will increase in the SGA amount as well. (in millions) : 


Medicaid 

Fiscal ^ar 

Total 

1999-2004 

1999 

2000 

2001 

2002 

2003 

2004 


30 

45 

55 

55 

70 

75 

330 



Although the costs are significant, we paid through programmatic and Regulatory Flexibility Act 

consider these changes as necessary regulatory ch^ges. 

improvements to the work incentives. We certify that these regulations do 

The costs of these regulations will be riot have a significant economic impact 

Mr. McCrery. Thank you. 

Chairman Shaw. Thank you, Dr. Daniels. We appreciate your 
being here with us. As usual, you gave us a very open and very 
clear view of your responsibility. 

[The following questions submitted by Chairman Shaw, and Dr. 
Daniels’ responses, are as follows:] 

1. About 100,000 individuals who are blind receive DI benefits. About 12% 
earn more than $500 per month; only 1% return to work each year. So if 
SGA was repealed for those who are blind, no more than 12,000 and prob- 
ably more like 1,000 people on the rolls would be helped. Is that a fair as- 
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sessment? How many individuals who are blind are eurrently working and 
NOT receiving disability benefits? If SGA, were repealed, how many indi- 
viduals would be eligible for DI benefits? Is it fair to say that repealing 
SGA would primarily help those who are NOT now receiving disability ben- 
efits? Does that make sense, given the DI program’s financial prospects? 

It is fair to say that removing the SGA limit for blind individuals would have only 
a small program effect with respect to current DI beneficiaries.The much more sub- 
stantial program effect is the entry onto the rolls of new beneficiaries. 

It is difficult to estimate the number of blind individuals who are currently work- 
ing and not receiving DI benefits. According to the testimony of the General Ac- 
counting Office, about 30 percent of working-age blind individuals are employed. 

We estimate that removing the SGA limit for blind individuals would cause an 
additional 55,000 people to become eligible for DI benefits, with 5-year costs of $2.6 
billion and long-term costs of 0.03 percent of taxable pajroll, which would have a 
distinct negative impact on long-term solvency. Almost all of this would go to indi- 
viduals not currently receiving DI benefits. As to whether such a change should be 
considered, any consideration of this and other program changes should be done in 
the context of Social Security solvency legislation. 

2. One of the work ineentive provisions in current law is the ability to 
subtract the value of impairment-related work expenses from earnings be- 
fore determining whether these earnings are substantial gainful activity. 
How many SSDI beneficiaries receive the benefit of this work incentive 
provision? Of this number, how many are statutorily blind? 

We do not track that data. We know from reports from our field office employees 
that only a relatively small number of DI beneficiaries use impairment-related work 
expenses to reduce their earnings below SGA, too small a number to justify building 
a special system to capture this information. 


Chairman Shaw. We now have the next panel which I inappro- 
priately called up a few moments ago. Barbara Bovbjerg is the As- 
sociate Director, Education, Workforce and Income Security Issues, 
and we have her accompanied by Carol Petersen, if the witnesses 
would take their seats. And I apologize again for trying to put ev- 
erybody on the same panel. That was not my intention, it was my 
not looking at a few asterisks on the schedule which separated the 
two panels. You may proceed. 

STATEMENT OF BARBAEA D. BOVBJERG, ASSOCIATE DIREC- 
TOR, EDUCATION, WORKFORCE AND INCOME SECURITY 
ISSUES, HEALTH, EDUCATION AND HUMAN SERVICES DIVI- 
SION, U.S. GENERAL ACCOUNTING OFFICE; ACCOMPANIED 
BY CAROL PETERSEN, ASSISTANT DIRECTOR, EDUCATION, 
WORKFORCE AND INCOME SECURITY ISSUES; HEALTH, EDU- 
CATION AND HUMAN SERVICES DIVISION 

Ms. Bovbjerg. Good morning, Mr. Chairman, Members of the 
Subcommittee. I am Barbara Bovbjerg, from the GAO, and I am 
happy to be here today with my colleague, Carol Petersen, to dis- 
cuss the Disability Insurance program’s substantial gainful activity 
level for the blind. 

The DI program requires disabled applicants to demonstrate they 
cannot earn more than the SGA both to enter DI and to remain in 
the program. Since 1977, the SGA for the blind has been higher 
than for those with other disabilities, and consideration is being 
given to raising the SGA level further. 

I would like today to focus on two aspects of this question. First, 
to what extent the blind face different employment circumstances 
than those with other disabilities; and, second, the potential impact 
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of raising or eliminating the SGA for the blind on work effort, trust 
fund costs, and the DI program overall. My testimony is based on 
prior work that we have done on circumstances of blind bene- 
ficiaries and on our overall body of work in the disability program. 

First, the blind and barriers to employment. Proponents for high- 
er SGA levels for the blind have suggested three ways in which the 
blind are at a greater disadvantage than other disabled individ- 
uals — lower employment rates, lower wages when they are em- 
ployed, and higher work-related costs. They believe that these rel- 
ative disadvantages are so great that the SGA for the blind should 
be higher to make the difficult search for employment more attrac- 
tive to blind beneficiaries. 

There are few empirical studies that consider whether the blind 
are indeed more disadvantaged than those with other disabilities. 
And among those few studies, there is little to suggest that the 
blind are unique among the disabled population. My written state- 
ment presents the data we found, and it suggests that many dis- 
abled individuals, blind and nonblind, face barriers to obtaining 
well-paying jobs, and many experience significant work-related 
costs. 

I would like to turn now to the potential effects of raising the 
SGA for the blind on work effort, cost to the program and the trust 
fund, and on the nature of the program itself. 

Increasing the SGA may indeed motivate current blind bene- 
ficiaries to seek and obtain work, and this should represent a posi- 
tive step toward increased integration with society and the en- 
hanced self-esteem associated with the work experience. But rais- 
ing the SGA would also make the DI program more generous and 
thus more costly. This is because the number of beneficiaries could 
be expected to rise. Some disabled individuals already working 
would join or rejoin the rolls, and those already on the rolls would 
retain eligibility longer than would otherwise be the case. 

As beneficiary rolls grow, DI costs would rise, and that is worse 
than the projected financial outlook for the Social Security trust 
funds. For example, if the SGA for the blind is reset to today’s re- 
tirement earnings limit of $17,000 a year — and I say today know- 
ing that we are about to change that — Social Security actuaries es- 
timate that it would cost the trust funds $2.7 billion over the next 
ten years. 

Although this worsens 75-year solvency projections for the trust 
funds only relatively slightly, it still would worsen the financial 
outlook in a system already facing a $3 trillion actuarial deficit. 
Eliminating rather than raising the SGA would, of course, have 
even greater financial impact. Actuaries estimate that these costs 
would rise $6.8 billion over a ten-year period. 

Eliminating the SGA also has the potential to change the DI pro- 
gram in fundamental ways. Historically, the program has insured 
workers against reduced earnings due to impairment. Without an 
SGA standard, DI benefits would be offered to blind individuals re- 
gardless of their earnings. Although this measure may encourage 
current beneficiaries who can work to work and earn more, it 
would pay the same benefits to people who earn a lot as to those 
who earn a little or nothing. 
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Breaking the connection between ability to work and eligibility 
to receive DI benefits would represent a fundamental change in the 
nation’s Disability Insurance policy and should be recognized as 
such. 

In conclusion, raising the SGA for the blind could increase work 
participation among blind beneficiaries, but would raise program 
costs and could widen differences in the program’s treatment of the 
blind and the nonblind, even though both groups face barriers to 
obtaining well paying jobs. Eliminating the SGA for the blind 
would have these same effects, but more broadly, and would fun- 
damentally change the program. 

There are a number of ways to approach incentives to work, 
some of which are being tested as part of the Ticket to Work and 
Work Incentives Improvement Act. Such other incentive ap- 
proaches also have the potential to increase work among disabled 
individuals without altering the fundamental purpose of the DI 
program structure and deserve consideration as well. 

That concludes my statement, Mr. Chairman. Dr. Petersen and 
I are available to answer any questions. 

[The prepared statement follows:] 

Statement of Barbara D. Bovbjerg, Assoeiate Director, Education, Work- 
force and Income Security Issues, Health, Education and Human Services 
Division, U.S. General Accounting Office 

Thank you for inviting me here today to discuss the substantial gainful activity 
(SGA) level established ror blind beneficiaries of Social Security Disability Insurance 
(DI). The DI program provides monthly cash benefits to workers who have become 
severely disabled and to their dependents and survivors. In addition, Medicare cov- 
erage is provided to DI beneficiaries after they have received cash benefits for 24 
months. In fiscal year 1999, about 6.5 million beneficiaries received DI benefits 
amounting to $50.4 billion. Of these, about 100,000 qualified because of statutory 
blindness. ^ The average benefit paid to disabled workers was $734 a month in De- 
cember 1999. In addition to providing evidence establishing their medical impair- 
ment, individuals must demonstrate that they are not earning above a certain 
amount — known as the SGA level — in order to qualify for and maintain eligibility 
for DI benefits.^ Since 1977, the SGA levels have been higher for blind than for 
nonblind DI beneficiaries, and until recently the level for the blind was set equal 
to the earnings limit for Social Security retirees. 

Today I would like to focus my remarks on (1) the differences in employment cir- 
cumstances affecting people with blindness compared with those affecting people 
with other disabilities and (2) the potential impact of changes in SGA levels on the 
DI program and on the Social Security trust funds. My testimony updates and ex- 
pands on our prior work on the circumstances of blind beneficiaries and on our body 
of work examining the DI program and SGA levels.® 

In summary, higher SGA levels have been established for blind beneficiaries pri- 
marily on the basis of the assumption that certain adverse economic consequences 
associated with blindness are unique. Few empirical studies have compared the 
work-related experiences of blind individuals with those of people who have other 
disabilities. However, the studies that we reviewed showed many disabled individ- 
uals — blind and nonblind — face adverse emplojunent circumstances. Although rais- 
ing SGA levels for the blind — or even eliminating them — could encourage more blind 
beneficiaries to work, such changes would perpetuate differences in the treatment 
of blind and nonblind beneficiaries and could slightly worsen the Social Security 
trust funds’ financial outlook. Moreover, eliminating the SGA level, by removing the 


^To meet the statutory definition of blindness for Social Security purposes, a person must 
have either central visual acuity of 20/200 or less in the better eye with the use of a correcting 
lens or a limitation in the fields of vision so that the widest diameter of the visual field subtends 
an angle of 20 degrees or less. 

® Individuals with disabilities other than blindness must also demonstrate an inability to en- 
gage in substantial gainful activity. 

®See DI Substantial Gainful Activity Levels (GAO/HEHS-96-109R, Mar. 20, 1996). Other re- 
lated GAO products are listed at the end of this testimony. 
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connection between benefit eligibility determination and the inability to work, would 
fundamentally alter the purpose of the DI program. 

BACKGROUND 

From its origin in 1956, the purpose of the DI program has been to provide com- 
pensation for the reduced earnings of individuals who, having worked long enough 
and recently enough to become insured, have lost their ability to work. The pro- 
gram is administered by the Social Security Administration (SSA) and is funded 
through pa 3 Toll deductions paid into a trust fund by employers and workers (cur- 
rently 1.8 percent of payroll for DI). 

To qualify for benefits, an individual must have a medically determinable physical 
or mental impairment that (1) has lasted or is expected to last at least 1 year or 
result in death and (2) prevents the individual from engaging in substantial gainful 
activity.® Individuals are considered to be engaged in substantial gainful activity if 
they have countable earnings at or above a certain dollar level. To calculate count- 
able earnings, SSA deducts from gross earnings the cost of items that, because of 
the impairment, a person needs to work (for example, attendant care services per- 
formed in the work setting, wheelchairs, or Braille devices).® In addition to deter- 
mining initial eligibility, the SGA test also applies to determining continuing eligi- 
bility for benefits. Beyond a trial work period during which DI beneficiaries are al- 
lowed to keep any level of earnings, benefit payments are terminated once SSA de- 
termines that a beneficiary’s countable earnings exceed the SGA level. 

The Social Security Act did not initially distinguish between the SGA levels for 
blind and nonblind DI beneficiaries.'^ This was changed in 1977 when the Social Se- 
curity Financing Amendments (P.L. 95-216) set the SGA level for individuals who 
are blind equal to the monthly earnings limit set for Social Security retirees aged 
65 to 69.® This link also meant that the SGA level for the blind would be indexed 
to the average wage index (AWI), a measure of average wages of all employees in 
the country. Linking the SGA level for the blind to the retirement earnings limit 
meant that whenever the limit was changed, the SGA level for the blind would 
change to an equal amount. 

The provision for linking the blind SGA level to the retirement earnings limit re- 
mained in effect until the Senior Citizens’ Right to Work Act of 1996 (P.L. 104—121) 
was enacted. This act mandated a substantial increase in the monthly earnings lim- 
its for Social Security retirees over a 5-year period and removed the link between 
the retirement earnings limit and the SGA level for the blind but retained the SGA 
level that was in place at that time as well as the annual indexing to the AWL Cur- 
rently, the SGA level for the blind is $1,170 a month of countable earnings. 

On March 1, 2000, the House passed H.R. 5, the Senior Citizens’ Freedom to 
Work Act of 2000, which, if enacted into law, would eliminate the earnings limit 
for retirees between the normal retirement age (currently age 65) and age 70.® The 
Senate passed its version of the bill on March 22, 2000. Currently, recipients aged 
65 to 69 can earn up to $17,000 a year without having their benefits affected.^® For 
earnings above this limit, Social Security benefits are reduced $1 for every $3 in 
earnings. The application of this earnings test is generally a deferral of benefit pay- 
ments to a later time when earnings cease or are lessened. Thus, future benefit lev- 
els may be increased as a result of having benefits withheld under the earnings 
limit. According to SSA’s actuarial estimates, eliminating the earnings limit for 
those reaching the normal retirement age would increase Social Security costs over 
approximately 20 years but would be negligible over a 75-year period. H.R. 5 explic- 
itly exempts blind DI beneficiaries from the provision that would eliminate the earn- 
ings limit. 

For individuals who have disabilities other than blindness, the Social Security Act 
gives the Commissioner of Social Security the authority to prescribe the SGA level 
by regulation. Over the years, SSA has increased the SGA level a number of times. 


The DI program was established under title II of the Social Security Act 

®To qualify for benefits, individuals with blindness need only show that they are not earning 
at the SGA level. Individuals with disabilities other than blindness must also demonstrate an 
inability to engage in substantial gainful activity. 

® Deductions can be made only if (1) the cost of the item or service is paid by the person with 
the disability and (2) the person has not been, and will not be, reimbursed for the expense. 

"^SGA levels were first published in regulations in 1961 and at that time were set at $100 
a month of countable earnings. 

®The 1977 law did not affect SGA levels for nonblind DI beneficiaries. 

® There is a different earnings limit, as well as a different benefit reduction rate, for retirees 
aged 62 to 64. 

i®The earnings limit does not apply to those over age 69, and it is increased each year on 
the basis of indexing to average wages in the economy. 
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the latest increase occurring in July 1999 when the level for nonblind individuals 
was raised from $500 to $700 a month of countable earnings. The SGA level for 
nonblind beneficiaries is not indexed. The current SGA level for the blind of $1,170 
a month is about 67 percent greater than the $700 level for people with disabilities 
other than blindness. 

Under the current program, a DI beneficiary may earn any amount for 9 months 
within a 60-month period and still receive full cash and health benefits. At the end 
of this trial work period, if a beneficiary’s countable earnings exceed the SGA level, 
cash benefits continue for an additional 3-month grace period and then stop, causing 
a precipitous drop in monthly income from full cash benefits to none. Such a drop 
in income is a considerable disincentive to work. Indeed, less than 1 percent of DI 
beneficiaries return to work each year. 

In addition to identifying this “income cliff,” our prior work has identified other 
program design and implementation weaknesses — such as limited referral to voca- 
tional rehabilitation services and the eventual loss of medical coverage after cash 
benefits end — that have been disincentives to work. ^ To help reduce such disincen- 
tives, the Congress has, over the years, established various work incentive provi- 
sions to safeguard cash and medical benefits while a beneficiary tries to return to 
work, and recently, SSA has begun to place greater emphasis on assisting bene- 
ficiaries in returning to work. 

In addition, the Ticket to Work and Work Incentives Improvement Act of 1999 
(P.L. 106-170) is expected to enhance certain work incentives for people with dis- 
abilities through such measures as expanding eligibility for Medicare, creating a 
Ticket to Work voucher program that will allow people with disabilities a greater 
choice of vocational rehabilitation and employment service providers, and establish- 
ing new demonstration projects for the working disabled. This increased focus on 
work reflects a shift in societal attitudes, as embodied in the Americans With Dis- 
abilities Act, toward goals of economic self-sufficiency and the right of people with 
disabilities to full participation in society. In addition, medical advances, new tech- 
nologies, and changes in the nature of work now provide people with disabilities 
more opportunities to work than ever before. 

MANY DISABLED WORKERS FACE ADVERSE EMPLOYMENT CIR- 
CUMSTANCES 

Proponents of a higher SGA level for the blind believe that blind individuals are 
at a greater disadvantage, particularly from an economic standpoint, than individ- 
uals with other disabilities. According to these proponents, the disadvantages facing 
blind people include (1) greater employment discrimination resulting in low employ- 
ment rates; (2) greater likelihood that when able to find work, it will be in a low- 
wage job; and (3) extra costs for supportive services or equipment that are necessary 
for the blind to find and maintain employment and conduct other daily activities. 

Few empirical studies rigorously compare the experience of blind individuals in 
terms of employment, earnings, and work-related expenses with the experience of 
those who have other disabilities. The readily available studies that we reviewed re- 
lied on data from the mid-1990s. These studies indicate that many disabled work- 
ers — blind and nonblind — face adverse employment circumstances and high job-re- 
lated expenses. 

Estimates from the 1997 Disability Statistics Report, published by the National 
Institute on Disability and Rehabilitation Research, show that although the 1994 
labor force participation rates for adults with visual impairments aged 18 to 64 were 
low in comparison with the rates for some impairments, these rates were higher 
than the labor force participation rates for those with other impairments, such as 
mental illness or emphysema (see table 


See SSA Disability: Program Redesign Necessary to Encourage Return to Work (GAO/ 
HEHS-96-62, Apr. 24, 1996). 

12 L. Trupin and others, Trends in Labor Force Participation Among Persons with Disabilities, 
1983-1994, Disability Statistics Report (Washington, D.C.: U.S. Department of Education, Na- 
tional Institute on Disability and Rehabilitation Research, 1997). This report is based on the 
most recent available data from the National Health Interview Survey (NHIS). The NHIS, con- 
ducted annually by the Census Bureau for the National Center for Health Statistics, is a cross- 
sectional survey of the civilian noninstitutionalized population of the United States. The labor 
force participation rate is the primary measure in labor market analysis. It is a measure of ev- 
eryone in the labor force, including people who have a job, are on temporary layoff, or are look- 
ing for work. 
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Table 1: Labor Force Participation Rates Across Various Impairment Types 


Impairment type 

Participation 

rate 

(percentage) 


83.0 

Deafness or hearing impairment in one ear only 

80.0 

Orthopedic impairments of lower extremity 

69.4 

Blindness or visual impairment in one eye 

69.0 

Orthopedic impairments of shoulder and/or upper extremities 

68.6 

Orthopedic impairments of baok or neck 

62.5 


59.8 

Visual impairment in both eyes 

59.8 

Orthopedic impairment of hip or pelvis 

59.3 

Hearing impairment in both ears 

58.7 


50.1 

Malignant neoplasm of female breast 

46.4 

Toxic poisoning and other adverse effects 

46.2 


45.2 

Malignant neoplasm of respiratory and intrathoracic organs 

45.0 

Rheumatoid arthritis and other inflammatory polyarthropathies 

44.0 

Heart disease, excluding hypertension 

41.5 

Hypertensive disease 

38.2 

Multiple sclerosis 

36.9 

Absence or loss, lower extremity 

35.0 

Mental retardation/Down syndrome 

33.5 


30.9 

Chronic liver disease and cirrhosis 

30.7 


30.7 

Blindness in both eyes 

28.9 

Mental illness 

27.2 

Emphysema 

27.1 


25.4 


23.3 


20.1 


11.9 




Source: 1994 NHIS data, reported by National Institute on Disability and Rehabilitation Research. 


Data patterns from tlie 1994-95 Survey of Income and Program Participation 
(SIPP) are consistent witli tliis finding. The SIPP provides estimates of employ- 
ment rates and earnings levels of individuals disaggregated by various functional 
limitations. As shown in table 2, emplojmient rates and earnings of adults (aged 21 
to 64) with severe functional limitations were significantly lower than those for 
adults with no disability. Adults with limitations involving sight had a somewhat 
higher employment rate than those with limitations involving lifting, walking, or 
climbing stairs but had a significantly lower employment rate than for those unable 
to hear normal conversations. Monthly earnings levels of individuals with severe 
sight limitations were about the same or slightly lower than the monthly earnings 
for individuals with severe limitations in walking, lifting, and hearing. 

Table 2: Employment Rates and Earnings Across Various Eunctional Limitations 


Functional limitation 

Percentage 

employed 

Earnings 

No disability 

82.1 

$2,153 

Unable to hear normal oonversation 

59.7 

2,047 

Unable to see words and letters 

30.8 

1,252 

Unable to lift and carry 10 pounds 

27.0 

1,536 

Unable to climb stairs without resting 

25.5 

1,257 


John M. McNeil, Americans With Disabilities: 1994-95, Current Population Reports, House- 
hold Economic Studies, P70— 61 (Washington, D.C.: U.S. Department of Commerce, Economics 
and Statistics Administration, Bureau of the Census, 1997). The SIPP, an ongoing study by the 
Bureau of the Census of the economic well-being of the civilian noninstitutionalized population, 
is a nationally representative sample of approximately 30,000 households. Information about 
disability was collected during the period October 1994-January 1995, which represents the 
most current available SIPP data regarding employment and earnings of people with disabil- 
ities. 
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Table 2: Employment Rates and Earnings Across Various Eunctional Limitations — Continued 


Functional limitation 

Percentage 

employed 

Earnings 


22.5 

1,346 



Source: 1994-95 SIPP data, Census Bureau 


Other studies conducted by researchers in academic institutions and by organiza- 
tions representing the disabled have provided some information on the work-related 
costs faced by those with disabilities. While comparisons of results across these 
studies is difficult given the varying focus, methodology, and measures used in each 
study, the results, in general, indicate that individuals with disabilities other than 
blindness also incur high work-related costs. 

For example, the American Foundation for the Blind and Mississippi State Uni- 
versity found that legally blind individuals spent an average of $884 per year on 
readers, $57 per year on tapes related to reading, $50 per year on recruiting new 
readers, $469 per year on work-based adaptive devices, and $150 per year on mobil- 
ity aids. Also, over 50 percent of the legally blind spent less than $500 for devices 
used at work.i^ In comparison, the literature we reviewed and researchers we con- 
tacted indicate that people with severe mental illness may also require many work- 
related services, including on-the-job coaching, money management assistance, and 
mental health services. Cost estimates ranged from $1,400 to $3,600 annually for 
supportive employment services and $3,200 to $7,000 annually for mental health 
services. In addition, researchers have noted that people with hearing impair- 
ments incur costs for interpreter services, telecommunications devices for the deaf, 
answering machines and ancillary services, retrofitting of items that use sound to 
operate, and the care of hearing dogs. Researchers have pointed out that most of 
these items require significant initial and continuing investment, 

INCREASING OR ELIMINATING SGA LEVELS COULD INCREASE WORK BUT 
WOULD HAVE COSTS 

Recently, proposals have been put forth that would either raise or eliminate the 
SGA level for the blind. In particular, proposals raising the SGA level for blind indi- 
viduals have been focused on restoring the link between this level and the retire- 
ment earnings limit that existed from 1977 to 1996. Restoring this link would 
allow working beneficiaries to keep more of their benefits, thereby reducing a sig- 
nificant disincentive to work. However, SSA estimates of the impact of these pos- 
sible changes indicate that they all would have some negative effect on DI costs and 
the actuarial balance of the Old-Age, Survivors, and Disability Insurance (OASDI) 
trust funds. Moreover, if enacted, the proposals to eliminate the SGA requirement, 
by removing the connection between benefit eligibility determination and the inabil- 
ity to work, would fundamentally alter the purpose of the DI program. 

Increasing or Eliminating the Blind SGA Level Could Increase Work Effort but 
Would Raise Program Costs 

Under the current DI program, earning even one dollar above the SGA level for 
a sustained period results in loss of DI cash income and Medicare benefits. The 
prospect of losing cash and health benefits can reduce motivation to work, especially 
when low-wage jobs are the likely outcome. Increasing or eliminating the SGA level 
for the blind would reduce this disincentive to work and thus could result in more 
work effort by blind beneficiaries. However, by making the program more generous, 
this change would also increase the number of beneficiaries through the effects of 
both increased entry to and decreased exit from the program. Some working individ- 
uals not currently on the DI rolls would be newly eligible to enter the program, and 
those already on the rolls would be able to increase their work and earnings without 
losing their eligibility and thus would not exit the program. 


Kirchner and others, Lifestyles of Employed Legally Blind People: A Study of Expendi- 
tures and Time Use, Technical Report (Mississippi State, Miss.: Mississippi State University, Re- 
habilitation Research and Training Center on Blindness and Low Vision, 1992). 

Bond and others, “Toward a Framework for Evaluating Cost and Benefits of Psychiatric 
Rehabilitation: Three Case Examples,” Journal of Vocational Rehabilitation, Vol. 5 (1995). 

W.A. Welsh, “The Economic Impact of Deafness,” Journal of the American Deafness and Re- 
habilitation Association, Vol. 24, No. 3 and 4 (Jan./Apr., 1991). 

I’S. 285 and H.R. 1601, introduced on January 21, 1999, and April 28, 1999, respectively, 
hoth propose to “restore the link between the maximum amount of earnings by blind individuals 
permitted without demonstrating ability to engage in substantial gainful activity and the ex- 
empt amount permitted in determining excess earnings under the earnings test.” 
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The extent to which these increased entry and decreased exit effects occur will 
affect DI benefit costs and OASDI trust fund balances. SSA’s Office of the Actuary 
has estimated the financial impact of several options for increasing or eliminating 
the SGA level for the blind. Ten-year estimates of increased DI benefit payments 
range from $2.7 billion, if the SGA level for the blind is set equal to the current- 
law earnings limit for retirees, to $6.8 billion, if the SGA level for the blind is com- 
pletely eliminated. 

Table 3 shows that increasing the SGA level for the blind also would have var3dng 
effects on the OASDI actuarial balance, depending upon the proposed option.^^ In 
discussing these proposed increases, it is important to view their effect on trust fund 
costs within the context of an already large Social Security shortfall. Under current 
SSA actuarial projections, the OASDI trust funds will be exhausted in 2034, with 
the Old-Age and Survivors Insurance trust fund being depleted in 2036 and the DI 
trust fund being depleted in 2020.^° Over a 75-year period, the OASDI deficit is cur- 
rently estimated to be 2.07 percent of taxable payroll — approximately $3 trillion. 

Setting the blind SGA level equal to the current-law earnings limit for retirees 
($1,416.67 per month) would have a negligible effect, less than 0.005 percent of 
taxable payroll,^^ on the OASDI actuarial balance. However, other options for in- 
creasing or eliminating the SGA level for the blind could reduce the actuarial bal- 
ance, up to .01 and .03 percent of taxable payroll. Although these proposed increases 
would have a relatively small impact on the actuarial balance, the trust fund short- 
fall would be exacerbated under any increase to the SGA level. 


Table 3: Estimated Change in the OASDI Actuarial Balance as a Result of Changes in the Blind SGA level 


SGA option 

SGA level 

Impact on OASDI actuarial balance (as a 
percentage of taxable payroll) 

Set the SGA level for blind individuals equal 
to the 2000 earnings limit for retirees, a 
and index thereafter 

Beginning in 2000, increase the SGA 

Less than —0.005 

Set the SGA level for blind Individuals equal 
to the 2000 earnings limit for retirees.^ 
allowing It to rise to the 2002 limit, and 
Index thereafter 

level trom $1,170 to $1,416.67, and 
index thereafter 

Beginning in 2000, increase the SGA 

-0.01 

Eliminate the SGA level 

level trom $1,170 to $1,416.67, then 
raise the SGA level through 2002 to 
$2,500, and index thereafter 
Permit blind individuals to earn any 

-0.03 


amount and still retain full DI 
benefits 



Note: Although the DI actuarial balance is affected by changes in SGA levels, SSA estimated the effect on only the OASDI actuarial bal- 
ance. 

'■This earnings limit refers to that set for Social Security retirees aged 65 to 69. 

Source: SSA Office of the Chief Actuary. 

Some advocacy and interest groups representing people with disabilities other 
than blindness have proposed establishing a uniform SGA level for both blind and 
nonblind individuals. Because relatively few DI beneficiaries are blind, the DI bene- 
fit cost of raising or eliminating the SGA level for the nonblind would be even high- 
er than it would be for the blind, although DI benefit cost estimates for either of 
these changes were not available from SSA at the time of our review. 

However, SSA has estimated the financial impact on the OASDI actuarial balance 
of various options affecting the nonblind SGA level. Changes in the nonblind SGA 


^®The short-range estimates cover the period 2000—09. 

Although the DI trust fund is affected by changes in SGA levels, SSA only estimated the 
effects on the combined OASDI trust funds. 

20 The combined OASDI trust funds will be in cash surplus until 2014. At that point, the trust 
funds will start redeeming some of their assets to obtain the funds necessary to pay benefits, 
and expenditures will begin to exceed revenues. By 2034, the trust funds will be exhausted; that 
is, OASDI will meet only 71 percent of its benefit obligations. 

21 This earnings limit, refers to that set for Social Security retirees aged 65 to 69. 

22 Taxable pa 3 rroll is the amount of wages or self-employment income that is subject to the 
Social Security tax. For long-range forecasting, Social Security’s income and costs are expressed 
as a percentage of taxable payroll. Measuring the program’s income and outgo over long periods 
(75 years) by describing what portion of taxable earnings they represent is more meaningful 
than using dollar amounts, because the value of the dollar changes over time. 
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level would have greater adverse effects on the OASDI trust funds than would 
changes in the blind SGA level. For example, table 4 shows that raising the current 
nonblind SGA level of $700 a month to that of the blind SGA level of $1,170 a 
month would significantly affect the OASDI actuarial balance. These effects would 
be even greater if the SGA level for the nonblind were set equal to the current-law 
earnings limit for retirees or were completely eliminated. Such changes would rep- 
resent a significant worsening of an already dire situation. 

Table 4: Estimated Change in the OASDI Actuarial Balance as a Result of Changes in the Nonblind SGA 

Level 


SGA option 

SGA level 

Impact on OASDI actuarial 
balance (as a percentage of 
taxable payroll) 

Set the SGA level tor nonbllnd individuals 
equal to the current SGA level tor blind 
individuals 

Beginning in 2000, inorease the SGA 

-0.09 

Set the SGA level tor nonbllnd individuals 
equal to the 2000 earnings limit tor retir- 
ees,® and index thereafter 

level from $700 to $1,170, and 
index thereafter 

Beginning in 2000, inorease the SGA 

-0.15 

Set the SGA level tor nonbllnd individuals 
equal to the 2000 earnings limit tor retir- 
ees,® allowing it to rise to the 2002 limit, 
and index thereafter. Beginning in 2000, 
increase the SGA level tram $700 to 
$1,416.67, then raise the SGA level 
through 2002 to $2,500, and index there- 
after 

Eliminate the SGA level 

level from $700 to $1,416.67, and 
index thereafter 

-0.44 

Permit nonblind individuals to earn 

Not estimated 


any amount and still retain full DI 
benefits 



Note: Although the Dl actuarial balance is affected by changes in SGA levels, SSA estimated the effect on only the OASDI actuarial bal- 
ance. 

'•This earnings limit refers to that set for Social Security retirees aged 65 to 69. 

•’Although not estimated, eliminating the nonblind SGA level would have the greatest adverse effect on the OASDI actuarial balance. 

Source: SSA Office of the Chief Actuary. 


Proposals to Eliminate the SGA Level Would Alter the Fundamental Role of the DI 
Program 

Elimination of SGA levels for blind or other disabled individuals would fundamen- 
tally alter the purpose of the DI program. The DI program’s historic role of provid- 
ing compensation for reduced earnings due to a disability and the program’s emerg- 
ing role of facilitating severely disabled individuals in their return-to-work efforts 
are both based on the concept of assisting individuals whose impairments have ad- 
versely affected their work capabilities. The very definition of disability includes the 
requirement that a person be unable to perform substantial work, and the purpose 
of the SGA level is to determine if, regardless of one’s medical condition, a person 
demonstrates by working that he or she is not in fact work-disabled. Without an 
SGA standard, cash benefits would be offered to individuals incurring a physical or 
mental disability regardless of their earnings. Removing the connection between 
benefit eligibility determination and the inability to work would fundamentally alter 
the program’s emphasis. 

CONCLUSIONS 

Current proposals ranging from increasing the SGA level for the blind to eliminat- 
ing it completely would have the likely effect of increasing beneficiaries’ work effort 
but would raise program costs and could widen the differences in the program’s 
treatment of blind and nonblind beneficiaries, even though both groups face adverse 
employment circumstances. Moreover, raising the SGA level for the blind could re- 
sult in further calls to increase the SGA level for nonblind beneficiaries, leading to 
significantly higher program costs and adverse effects on trust fund solvency. In ad- 
dition, eliminating the SGA level would fundamentally alter the purpose of the DI 
program. Other changes to the work incentives — some of which are being imple- 
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mented or will be tested by SSA as a result of the Ticket to Work and Work Incen- 
tives Improvement Act of 1999 — are likely to increase work without fundamentally 
changing the nature of the DI program. 

Mr. Chairman, this concludes my prepared statement. At this time, I will be 
happy to answer any questions you or other Members of the Subcommittee may 
have. 
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Chairman Shaw. Ms. Petersen, do you have a statement? 

Dr. Petersen. No, I don’t. 

Chairman Shaw. Mr. Matsui. 

Mr. Matsui. Thank you, Mr. Chairman. I want to thank you for 
your testimony, Ms. Bovbjerg, for it is very clear and precise and 
I think pretty much lays it out. 

And I know that you probably don’t want to make any conclu- 
sions here, but are you kind of concluding that for us to really do 
something, we have to really deal with the fact that maybe we need 
a comprehensive solution to the Social Security problem; otherwise, 
we make the Social Security problem worse before we make it bet- 
ter? 

Ms. Bovbjerg. Well, I acknowledge that the cost would be small, 
but it is going in the wrong direction if you are trying to deal with 
this $3 trillion problem. 

Mr. Matsui. I am not suggesting the cost is so small we should 
just do it, but I am just saying that, frankly, the way — I think the 
way we structured our debate — both parties have structured our 
debate in terms of not tampering with the Social Security surplus, 
and obviously the on-budget surplus can be used, but we certainly 
don’t intend to move SSI disability and take from that at this mo- 
ment, anyway. We are left in the position of having to deal with 
this comprehensively. Is that kind of where we are? 

Ms. Bovbjerg. I think that is a good summary, yes. 
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Mr. Matsui. In terms of the actual increase in employment for 
many of the disabled if we do raise the earnings limit, do we get 
credit for that at all in terms of the budgetary impacts and others? 

Ms. Bovbjerg. I am not sure that it would score, and I can’t 
speak to that, you would have to ask my colleagues at the Congres- 
sional Budget Office. 

Mr. Matsui. I doubt it would score, that is — 

Ms. Bovbjerg. You know that there would be a net effect that 
some people would work more if the SGA were higher or elimi- 
nated, who are currently on the rolls, but there are other people 
who are not currently on the rolls because they work, who would 
work less because they would then get benefits plus whatever they 
were earning. 

Mr. Matsui. Well, I want to thank you for your testimony. As I 
said, I think you have laid it out very well. It is a decision that 
we have to make and, obviously, we are kind of caught in a di- 
lemma right now, all of us are. 

Ms. Bovbjerg. If we can provide any help, we will. 

Mr. Matsui. I appreciate that. Thank you. 

Chairman Shaw. Mr. Collins? 

Mr. Collins. No questions. 

Chairman Shaw. Mr. McCrery. 

Mr. McCrery. Would you pronounce your name for me? 

Ms. Bovbjerg. It is a hard one, it is “Boberg”, like “iceberg”. 

Mr. McCrery. Thank you. I have other questions. 

Ms. Bovbjerg. I am glad you asked one I could answer. 

Mr. McCrery. You said in your testimony that if we were to do 
away with the SGA limit for the blind, that by removing the con- 
nection between eligibility and the inability to work would fun- 
damentally alter the purpose of the disability program. I agree 
with you. But I would like for you to expound on that. How would 
it fundamentally alter the purpose of the disability program? 

Ms. Bovbjerg. Well, first, it would sever the linkage between eli- 
gibility and inability to work — that is, to engage in substantial 
gainful activity. This is a linkage that is intrinsic to the current 
program. Eligibility for benefits at that point would be determined 
solely on a medical or functional basis. Everyone meeting those cri- 
teria would receive benefits, regardless of how much they work and 
how much they earn. That removes the concept of disability insur- 
ance from the disability program by doing that, and makes it more 
of a payment for physical impairment. That is something the Con- 
gress could decide to do, but as Dr. Daniels stated, I think that is 
such a significant policy change that certainly we would want to 
know more about the implications of that on finance and disability 
policy. 

Mr. McCrery. In other words, if we were to do away with any 
kind of earnings limitation, it would undermine the original pur- 
pose of the disability program. 

Ms. Bovbjerg. Yes, sir. 

Mr. McCrery. Can you state for us your impression of what the 
original purpose of the disability program was? 

Ms. Bovbjerg. Well, I can, and I hope that Carol will chime in 
if I don’t get everything here, but the Disability program is to in- 
sure people who become disabled — who have been in the workforce. 
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who become disabled-against an inability to — and I hate to keep 
using these words — to engage in substantial gainful activity or an 
inability to support themselves in some way that we have defined. 

Mr. McCrery. So, in other words, it was not the Disability pro- 
gram under Social Security — was not intended to simply provide a 
payment to somebody who becomes disabled, it was to provide a 
safety net, if you will, for income that if a person is so disabled that 
he can’t work or that his work is very limited, then we want to pro- 
vide some income so that person can provide food and shelter and 
so forth, is that correct? 

Ms. Bovbjerg. That is right, and I think that there are state- 
ments made by members of Congress at the time that the Disabil- 
ity law was passed that say that very explicitly, that we under- 
stand that this means that only people with impairments who can- 
not work will get benefits. That was made very clear. 

Mr. McCrery. Well, Mr. Chairman, I agree with the analysis — 
Ms. Bovbjerg — and I think it would fundamentally alter the defini- 
tion and the purpose of the Disability program if we were to simply 
do away with any earnings limitation at all, and to do that for the 
blind disabled may not cost that much to the Federal fisc, but 
again we get to this question of what would be the rationale, the 
policy rationale, for not doing the same thing for other categories 
of disabled, and if we do it for all then it is going to be a huge cost 
and it would not serve the same purpose that was originally in- 
tended by the Confess when this program was created. 

So, I think that is a fundamental question that the GAO at least 
has answered correctly, and I think this Subcommittee and full 
Committee and full Congress ought to answer the same way. 
Thank you. 

Chairman Shaw. Ms. Bovbjerg, did you touch on the effect that 
his question would have on the trust fund? 

Ms. Bovbjerg. Well, I can tell you that we have received from 
the actuary information that eliminating the SGA for the blind 
would reduce — would have an impact, an actuarial impact, the 75- 
year impact of .03 percent of taxable payroll, which is about $40 
billion over 75 years. $40 billion even in the context of $3 trillion 
is still significant. 

Chairman Shaw. If you could address that same question as to 
what effect it would have on the date that the trust fund runs neg- 
ative. Now I think it is 2006 on the disability side. 

Ms. Bovbjerg. We can get that. 

Chairman. Shaw. If you could supply that for the Committee, 
that is something that I think is a concern of everyone on the Com- 
mittee. Mr. Hulshof. 

Mr. Hulshof. Thanks, Mr. Chairman. Ms. Bovbjerg, on page 4 
of your written testimony and in your oral statement, you talk 
about the disadvantages that blind people face according to the 
proponents, and you mentioned that there are really few empirical 
studies that rigorously compare the experiences of blind individuals 
as compared with the experience of others. And I have read your 
synopsis of the 1997 Disability Statistics Report. I know Mis- 
sissippi State also has a published report. 

Are there empirical studies currently being conducted that could 
rigorously take a look at this to determine, that you are aware of? 
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Dr. Petersen. In the short period of time we had to prepare for 
this testimony, these were the studies that we could identify, and 
we could not find any systematic studies looking at costs that exist 
to date. 

Mr. Hulshof. Could you just briefly — I know your time was lim- 
ited in your five minutes, but could you maybe expound on what 
the studies — I mean, I have read this — ^but could you just summa- 
rize for me what at least these studies indicate regarding the blind 
versus nonblind? 

Ms. Bovbjerg. Well, we have three pieces that we have brought 
into the testimony, and some of this is from work that we did in 
1996 on some of these same issues — one involved labor participa- 
tion rates, another is employment rates and wages, and another 
piece is on work-related costs. And what you see there is there are 
differences among impairments, but that really it seemed to us 
that the point was that different impairments have tremendously 
adverse employment circumstances. This is not something that is 
unique to the blind. 

And we want to emphasize that we are not saying it is easy to 
be disabled and get a job, that is not what we are saying, but we 
are saying that we have not found evidence that the blind are 
unique in this regard. 

Mr. Hulshof. Regarding those work-related costs, whether for 
the blind or for those individuals with other disabilities, are they 
most often borne by the worker? Are they borne by the employer? 
I mean, how are those costs actually — who bears the brunt of those 
costs? 

Dr. Petersen. It varies. Some can be borne by the employer, 
other costs are borne by the individuals themselves. 

Mr. Hulshof. I think that is all I have. Thank you, Mr. Chair- 
man. 

Chairman Shaw. Thank you very much. We appreciate your 
being with us. If you could supply us with the information I asked 
you about the trust fund, I would greatly appreciate it. It would 
add a lot to the discussion. Thank you. 

[Questions submitted by Chairman Shaw, and Ms. Bovbjerg’s an- 
swers, follow:] 


Barbara Bovbjerg, General Accounting Office, Response to Questions for 

the Record 

1. Could you elaborate on the types of adverse circumstances faced in today’s soci- 
ety by individuals with disabilities? 

Research has shown that many disabled individuals-blind and nonblind-face a 
number of adverse employment circumstances when attempting to return to work. 
First, employers may be reluctant to hire individuals with disabilities. Although the 
Americans with Disabilities Act prohibits employment discrimination against the 
disabled, there is still a stigma associated with disability that may influence em- 
ployers. This stigma may be related to the misconception that a disabling impair- 
ment always adversely affects the individual’s productivity. Another cause of em- 
ployment discrimination may arise from the fact that a disabled employee may re- 
quire workplace accommodations, which the employer may be unwilling to provide. 

Second, for those individuals who do seek employment, the number and type of 
jobs available may be limited due to the disabling condition. Sometimes a disabling 
condition will lower a worker’s productivity when he or she is unable to perform the 
same essential tasks of the job as before the disability. This decreased productivity 
may limit the pool of available jobs to those that require less skill and thus provide 
lower wages. 
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Finally, disabled workers incur costs that a non-disabled worker does not incur 
for supportive devices, equipment, and other work-related services necessary for em- 
ployment. Examples of these costs include readers and mobility aids for the blind, 
mental health services for people with severe mental illness, and interpreter serv- 
ices and hearing dogs for the deaf. Most of this assistance requires significant initial 
and continuing investment. 

2. What proportion of beneficiaries work and, among those, what proportion ap- 
proach substantial gainful activity (SGA) limits? 

The Social Security Administration (SSA) has estimated that one half of one per- 
cent of all beneficiaries leave the program each year because of work, but this figure 
does not include beneficiaries who work but do not earn enough to be terminated 
from the program. According to agency officials we interviewed, SSA is unahle to 
accurately determine the total number of disabled beneficiaries who work. Further- 
more, SSA does not have the capability to generate a reliable and valid estimate 
of the number of disabled beneficiaries who work because the agency data systems 
cannot distinguish a beneficiary terminated due to a medical improvement from one 
who is terminated because of work. In addition, an agency official told us that SSA’s 
data systems cannot distinguish work-related earnings from other disability-related 
payments. 

In addition to being unable to accurately determine the number of disabled bene- 
ficiaries who work, SSA is unable to accurately determine how many working bene- 
ficiaries have earnings that approach the SGA limit. Because an individual can earn 
any amount in a month without losing benefits when he or she is in a trial work 
period, SSA does not track the individual’s earnings during this period. Once the 
individual finishes the trial work period, SSA verifies earnings and if the individual 
is earning above SGA then benefits continue for a three-month grace period and 
then cease. If an individual has monthly earnings below SGA at the end of the trial 
work period, then SSA assumes his or her earnings remain below SGA until the in- 
dividual reports this information or if the agency’s data systems identify earnings 
above the SGA limit. 

Although the agency’s data systems can identify earnings above the SGA level, 
there are some limitations associated with this process. Some income classified as 
earnings may not be from work. In addition, earnings are only reported on a yearly 
basis, so SSA’s data systems will only catch those individuals who earn 12 times 
the SGA level, which is stated in monthly terms. Therefore, beyond the trial work 
period, it is possible for an individual to earn above the SGA level for some months, 
but still retain benefits as long as yearly earnings are less than 12 times the SGA 
level. An agency official told us that there is no computerized method to identify 
earnings on a monthly basis. 

3. Is raising the SGA limits the right public policy? 

Raising the SGA limits for disabled beneficiaries would reduce disincentives to 
work and could result in greater work effort by beneficiaries. However, as we men- 
tioned in our testimony of March 23, 2000, by making the program more generous, 
this change would also increase the number of beneficiaries through the effects of 
both increased entry to and decreased exit from the program. Some working individ- 
uals not currently on the Disability Insurance (DI) rolls would be newly eligible to 
enter the program, and those already on the rolls would be able to increase their 
work and earnings without losing their eligibility and thus would not exit the pro- 
gram. 

The extent to which these increased entry and decreased exit effects occur will 
affect DI benefit costs and Social Security trust fund balances. SSA’s Office of the 
Actuary has estimated that raising the SGA limit for the blind to the current-law 
earnings limit for retirees is estimated to increase DI benefit pa 3 Tnents by $2.7 bil- 
lion over a ten-year period. Since relatively few DI beneficiaries are blind, the DI 
benefit cost of raising the SGA limit for nonblind beneficiaries would be even higher. 
Raising the SGA limit for all DI beneficiaries would lead to significantly higher pro- 
gram costs and adverse effects on trust fund solvency. 

Whether raising the SGA limit represents good policy goes beyond the financial 
considerations. Fundamental policy weaknesses in the DI program continue to per- 
sist. As we have reported in the past, these weaknesses include an eligibility deter- 
mination process that concentrates on applicants’ incapacities, an “all-or-nothing” 
benefits structure, and return-to-work services offered only after a lengthy deter- 
mination process. To address these policy weaknesses, we continue to believe — as 
we recommended in 1996 — that SSA should place greater priority on helping dis- 
abled beneficiaries return to work. We also recommended that the agency develop 
a comprehensive strategy to achieve this goal. While SSA has taken actions that 
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place a greater emphasis on return to work, it has yet to adopt an overall strategy 
for implementing a new approach. 

In developing a return-to-work strategy, SSA can draw upon the experiences of 
other systems to identify elements of a new federal disability system that could help 
each individual realize his or her productive potential without jeopardizing the 
availability of benefits for people who cannot work. Having identified these ele- 
ments, SSA would then be in a position to determine the legislative and regulatory 
changes needed to test and evaluate the effectiveness of these practices in the fed- 
eral disability system. After obtaining this information, policymakers will be in a 
position to determine whether raising the SGA is good public policy. 


Chairman Shaw. The next panel we have, includes Ms. Brenda 
Gillis, a Social Security Beneficiary, and she is from Stuart, Flor- 
ida, which is just a few miles north of my district; Joanne Wilson, 
who is the Director of the Louisiana Center for the Blind; Dr. Bren- 
da Cavanaugh, Research Director for the Rehabilitation Research 
and Training Center on Blindness and Low Vision, of Mississippi 
State University; James Gashel, Director of Governmental Affairs, 
National Federation of the Blind, from Baltimore, Maryland. 

Mr. McCrery. Mr. Chairman, while our panelists are begin seat- 
ed, if I might take just a minute to introduce Joanne Wilson, from 
Louisiana. Ms. Wilson has been very active with the Association for 
the Blind in Louisiana for a number of years, and has constantly 
worked on behalf of the blind in our state. She has met with me 
on a number of occasions since I have been in Congress, and has 
always been extremely helpful in providing good information and, 
I will say, as much as any other advocate that I have come in con- 
tact with over the last 12 years, she has been honest, straight- 
forward, and tried to do her best to not only represent those that 
she is advocating for, but to be forthright and up-front with the 
facts and policy rationale, and for that I appreciate it very much. 
And we are, I think, honored to have somebody of her stature in 
the blind community here to testify today, and I hope the Sub- 
committee will pay attention to what Ms. Wilson has to say. 

Chairman Shaw. Indeed, we will, and thank you very much. 
Again, I will repeat, we have everyone’s full statement to be made 
part of the record, and we invite the witnesses to summarize as 
they see fit, and we will start with Ms. Gillis. 

STATEMENT OF BRENDA-ANN GILLIS, SOCIAL SECURITY 
BENEFICIARY, STUART, FLORIDA 

Ms. Gillis. Good morning. I would like to thank the Committee 
for inviting me here to testify today. This is a very nerve-wracking 
experience, but I am honored to be here. 

My father always told me that when you need to consider things 
in life, especially difficult decisions, you should first try to walk in 
that person’s moccasins. So, I suppose my role here today is to try 
to express to you what my moccasins feel like and encourage you 
to try to walk in them with me for a few moments. 

I am relatively new to blindness. I was declared legally blind in 
1994 when my son was two years old. It was a very difficult transi- 
tion for me, and to this day I still need some blindness skills that 
I haven’t quite mastered yet. Braille is one of them. Otherwise, I 
would have note cards and be much more organized. 
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I worked my whole life. I was encouraged to do so from the time 
I was 15. I picked corn and tomatoes in south Jersey, and I knew 
that by doing that I was contributing to my government, to my 
community, and to my future retirement benefits. 

When I was declared legally blind, I had held a job that I had 
enjoyed for 11 years, as the Parish Administrator for the Episcopal 
Church. In that job, I earned a $30,000-a-year wage and was pro- 
vided with $5700 a year in medical benefits, and I had $4900 a 
year contributed into a retirement pension by my parish. 

As my sight diminished through the retinitis pigmentosa, which 
is a degenerative disease of my retina which has slowly robbed my 
vision and tunneled it down to the point where one day I will have 
no vision left, I began to realize that it was unfair to my parish 
for me to continue in my employment as I did not have all the 
skills I needed, the equipment I needed, and I was rapidly ap- 
proaching a point in my life where I would no longer be able to 
drive. After almost having an accident with my three-month-old 
son in the car, I decided to give up my driving privilege. 

As time wore on, my job became more and more difficult for me 
to do effectively, so I resigned that position. At that point, I applied 
for Social Security Disability benefits. While I awaited a deter- 
mination from Social Security as to my eligibility, my family faced 
the foreclosure of our home. It was a very scary time, having such 
a young child in the home, and I really didn’t know where to turn. 

It was shortly thereafter that I became associated with the Na- 
tional Federation of the Blind, and I have since touted this rela- 
tionship as the best career move I have ever made. I finally found 
a group of professionals who treated me as an equal and didn’t 
judge me on the basis of my inability to see. 

I struggled quite often with my family and friends, not knowing 
how to handle me under my new set of circumstances. And, finally, 
the disability benefits arrived. I began my own business. I own Let- 
ter Perfect in Stuart, Florida, and do secretarial duties on the side. 
However, because of the earnings limit imposed upon me as a re- 
cipient of SSDI, I have to be very careful as to the types of jobs 
that I accept and the duration of those jobs and how they affect 
that income at the end of the month. 

The reason for this is, if I earn $14,000 a year, I lose $20,000 
of benefits. The loss of that income would then once again place me 
in the position of facing foreclosure on my home. It is very difficult 
to juggle in one’s mind how to manage a business under these cir- 
cumstances. 

I very much want to work. I do not view my vision loss and my 
blindness as a reason not to be employed. So, with my benefits at 
$1715 a month, I encourage you to raise the earnings limit so that 
I could go back to work and augment my retirement and be made 
whole with the middle class. I guess that’s all. I just heard my tone 
back here. 

My retirement benefit is important to me, and at the current 
rate I cannot augment that in any way. So, I implore you to con- 
sider raising the earnings limit for the blind so that I can compete 
with the other members of the middle class. I thank you for the 
time to speak. 

[The prepared statement follows:] 
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Statement of Brenda-Ann Gillis, Stuart, Florida (Social Security 
Beneficiary) 

My name is Brenda-Ann Gillis. I am a 35 year-old wife, mother, business owner 
and advocate for the blind community of Martin County, Florida. I have lived in my 
single family home since June of 1986. 

First, I would like to thank the committee members for allowing me to share my 
story. The earnings limit has a direct negative impact on my life and that of my 
family. I hope that my testimony will illustrate the difficult economic choices blind 
individuals must face when contemplating work. 

Background 

I was born with retinitus pigmantosa (HP). My condition was not diagnosed until 
I entered college in the fall of 1982. Because of the degenerative nature of the dis- 
ease, my vision was not noticeably affected for some time after the initial diagnosis. 
As a result, I was able to graduate from college and begin my working career with- 
out using any of the adaptive techniques that a blind individual uses. After college 
a local print shop employed me as their office manager. Eventually I accepted a po- 
sition as a parish administrator for the Episcopal Church and worked there from 
1985 to 1996. As time went on, I found my vision getting worse and worse. Finally 
I was declared to be “legally blind.” It was difficult to do my job without knowing 
how to “function” as a blind person. As a result, I had to leave my job. 

After leaving my job I applied for Social Security Disability Insurance (SSDI) ben- 
efits to which I was entitled. Unfortunately an eligibility determination did not come 
soon enough. My loss of income resulted in a possible foreclosure on our home. 
While awaiting a determination by the Social Security Administration, I sought 
service from the Division of Blind Services in West Palm Beach. I was able to locate 
an employer who was willing to employ me as a “work at home” sub-contractor and 
began to operate my own business. Eventually I was awarded disability benefits. My 
disability benefit coupled with my part-time job, however, does not compensate for 
the loss of the previous income. 

I was frustrated with my new circumstances. I had never noted as a sighted mem- 
ber of society, that the stereotypes associated with blind persons were a large and 
seemingly unfair invisible barrier that could not be moved or altered with any meas- 
ure of ease. For me, I had been a visible and active member of my community, but 
on that day when I was presented with a white cane all my accomplishments of my 
past seemed to disappear and even my closest friends were struggling with how to 
handle the person I had become. It was at that point that the decision was made 
to either give up or start fighting and this is when I came to learn of the National 
Federation of the Blind. The relationship I have developed with this organization 
since that time is in my opinion the best career move I ever made. I had finally 
found a group of professionals who acknowledged the skills and intelligence that I 
had always possessed but were no longer recognized by my sighted colleagues. So, 
I set to work at the business of “Changing What it Means to be Blind” everywhere 
I turned. In the furniture store when the sales woman inquired as to why my friend 
would bring a blind person to shop for furniture, my friend replied, “. . I bring her 
along to evaluate comfort and texture.” In a restaurant when the hostess literally 
grabbed my head and proceeded to demonstrate the proximity of the sconce on the 
wall to ensure that I would not injure myself. I made a point of contacting the man- 
agement and requesting the opportunity to come back and place his staff under oc- 
clusion and allow them to experience a meal without sight. My resume to employers 
does not begin with the line “I am a blind applicant,” but when I arrive for inter- 
views the position has undoubtedly been filled in the time it took me to travel to 
their office. Why then do we always seem to seek new and innovative ways to op- 
press blind individuals? Is there not enough in the way of daily challenges for our 
lawmakers to feel it necessary to exclude the blind when they discuss our ability 
to work and earn a decent living? Please do not take these comments to infer that 
you are not sensitive, as I am sure you are, but quite frankly, even I did not con- 
template the impact being blind has on one’s life until I myself became blind. 

Earnings Limit Work Disincentive 

The reality for me is that I simply do not view myself as less employable now 
than I was in 1985 when I was considered to be a “sighted” member of society. The 
loss of my eyesight did not affect my ability to reason, manage, perform or commu- 
nicate. My brain did not die. I truly wish to work. I truly am concerned about the 
need for me to provide for my retirement, my son’s education and actively partici- 
pate in my community. Unfortunately, because I happen to be blind, some of these 
goals are not prudent given the current restrictions posed upon my family and my- 
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self. The reality is that given the present earnings limits for blind individuals, it 
is not practical for me to seek employment. Presently I receive monthly checks in 
the amount of $933.00 for myself, $498.00 for my dependent son and a disability 
pension from church insurance in the amount of $292.00. This totals $1,715 in 
monthly benefits of which I pay federal taxes on only one half of the $933.00 and 
100% on the $292.00 of 1099-R income. By not working I additionally save the ex- 
pense of childcare, transportation and insurance, together with all the other routine 
incidentals associated with leaving my home to work in an office environment. 
Under this present set of circumstances, I would have to secure a job that paid 
$35,500 per year to simply break even. At that rate of pay, which would require 
employment that a blind individual would have to maneuver to secure, I would have 
no extra money to save for retirement. By not working, the prospect of retirement 
becomes even dimmer since I am not continuing to contribute to the system which 
will eventually be charged with providing my only source of income. It has come to 
my attention that upon reaching the age of 65 my disability pension will be reduced 
from $292 to $63 per month. When my son turns sixteen I will lose $498 per month. 
While I am bright enough to comprehend the economic impact of my present cir- 
cumstances on my eventual retirement, there is simply no way in my mind to pre- 
vent the inevitable. If I were to take a job for the average wage of approximately 
$23,000 per year in our area, I would not only lose my monthly benefits, but I would 
further be asked to pay taxes of 100% on this earned income. The bottom line is 
at that rate I would once again face the foreclosure of the mortgage on my home 
and still have no free dollars to invest in the augmentation of my retirement in- 
come. Work at this point would force me to significantly decrease my monthly cash 
flow. 

In closing, I wish to share a bit of reality with those of you who enjoy the privilege 
of being sighted and all that goes with it. In addition to the inconceivable notion 
that you would no longer be able to “see” the beauty of all that God has created 
for our enjoyment, you would also lose the respect you have earned from your peers 
despite your accomplishments. You would lose the self-esteem that comes with the 
pride of being employed and rewarded for a job well done. You would lose the privi- 
lege of driving and subsequently the loss of your personal freedom to travel when 
and where you wish to go. And you would face on a daily basis the uninformed and 
sorely uneducated general public who would view you as a person who deserves 
their pity and constant assistance. If you were blind, I am certain that you would 
evaluate your situation and do as I have done, pick yourself up and start fighting 
for the truth to be revealed. You would realize without a doubt that the only way 
to effect change under such circumstances is to teach by your example, to earn re- 
spect through your accomplishments; and you would be forever transformed into the 
mind set that the democratic process requires your personal involvement. 

Conclusion 

Therefore, I ask that you thoughtfully consider what your life would be like if you 
woke one day to find yourself in my moccasins. Would you view your circumstances 
as a really good reason to continue in the status quo and never consider the possibil- 
ity of obtaining a job? Would you view the work disincentives imposed upon you by 
your government as fair and just? Would you be content to live in this manner when 
you know the best way to change public perceptions is by doing precisely what oth- 
ers may think is simply not possible for you to do? 

If it is your intention to provide an environment that fosters the pursuit of life, 
liberty, and happiness, then you have no choice than to find a way for blind persons 
to earn a comfortable way of life. Solutions must be found to make it feasible for 
us to contribute to our communities and our self-esteem. As the population of the 
blind and visually impaired grows across our nation we must find ways to ensure 
that they are accepted as functional members of society and not simply brushed 
aside or ignored as a dirty little secret. It is inconceivable to me to imagine that 
here in the land of freedom, the home of the brave, we find ourselves too fearful 
of the consequences to do what we know in our hearts to be the right thing. If we 
are to tout the virtues of independence then we need to ensure that every citizen 
is afforded the independence necessary to succeed and prosper here and now in the 
United States. This is precisely why I traveled here today. I truly appreciate the 
opportunity to express to each of you why it is imperative that you increase the 
earnings limits of the blind to the extent that the blind of our nation can be made 
whole. If provided a limit of earnings that will afford me the opportunity to actually 
seek employment that would place me in a position of equality with the middle-class 
citizens who are considered to be “able-bodied,” then I promise to each of you I 
would happily welcome the chance to avail myself to being the responsible citizen 
who works hard to earn all the benefits and privileges associated with living in our 
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free country. It has truly been an honor to address you today, and I will leave our 
Capitol now with the knowledge that you have carefully listened to my personal 
story and will seriously consider the impact the choices you make today will have 
on at least one blind person from the state of Florida who stood before you praying 
that you will listen to your hearts and do that which is only right and just. Thank 
you. 


Chairman Shaw. Thank you, Ms. Gillis. Ms. Wilson. 

STATEMENT OF JOANNE WILSON, DIRECTOR, LOUISIANA 
CENTER FOR THE BLIND, RUSTON, LOUISIANA 

Ms. Wilson. Thank you, Congressman McCrery, for your kind 
words. I want to talk to you today about fleas and about blind peo- 
ple. Scientists have taken fleas and they have put them in a jar 
and put a lid on that jar, and the fleas would try and jump out of 
the jar. And after hitting their heads on the lid several times, they 
would realize they could only jump just so high, right under where 
that lid would be. 

Now, if the scientists take the lid off the jar, the fleas will con- 
tinue to jump just so high, just right below where that lid was, and 
never realize that if they made one more jump they would be set 
free. 

This is very much like what happens to blind people. I run the 
Louisiana Center for the Blind. I have been doing that for 15 years 
now. We bring in students from all over Louisiana and all over the 
country, who say they want to go back to work, that they are com- 
ing there for training so they can go back to work. We have had 
521 students now enrolled at our Center. 

I recently did statistics that said that 41 percent of those stu- 
dents came in on Social Security Disability, and out of that 41 per- 
cent, unfortunately, only 15 percent ultimately left the Social Secu- 
rity rolls and went back to full-time competitive employment. Some 
of the others went to work, but just under the earnings limit. 

Now, I thought, 15 percent, we are doing something wrong, until 
I found figures that in the general disability population it is less 
than 5 percent that ultimately leave the Social Security disability 
rolls and go back to work. 

We are thought of as one of the best agencies in this country for 
rehabilitation, but yet we are not getting to some of these folks. 
The Ticket to Work program has some good things in it, but it is 
not hitting the real problem that is faced by blind people. In most 
polls and anybody that you ask, cancer, AIDS and blindness are 
the three most dreaded things that could happen to you. 

The real problem with getting blind people off of Social Security 
disability is a psychological one. It is a fear of risk. The real prob- 
lem of blindness is not the loss of eyesight, it is the misconceptions 
and stereotype notions that exist about blindness, and these stereo- 
type notions exist with the sighted public, but they also exist with 
the blind. Blind people themselves really don’t believe in what they 
can do. When they leave our center, they know what they should 
do, but they don’t really know in their hearts what they could do. 

Just last Tuesday, I met with our students and I told them I was 
coming for this testimony, and I said to them, “I want to speak to 
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you, you that are getting Social Security Disability. Tell me how 
you are thinking”. 

Jack immediately piped up and said, “Well, you know, I am kind 
of old, and I don’t want to go back to work, and it is time for the 
younger folks to take my place, and I don’t need all that pressure”. 
And another student said, “Wait a minute. Jack, how old are you?“ 
And he said, “Well, I am 40”. And they all started laughing, and 
they said, “Jack, what is the real problem?” The real problem, after 
we prodded a little bit, was Jack didn’t really believe that he could 
go back to work, that he could take the risk and become competi- 
tive again. 

Brenda, one of our students, said, “Well, it is really hard for me 
to give up the certainty of a check when I have two children, and 
rent to pay, and food to put on the table. I just can’t take the risk 
when I know I am going to get probably a minimum wage job”. 

Janice spoke up and said, “I can’t afford to go back to work. By 
the time the taxes are taken off and the huge cost of transportation 
and accessible means of working as a blind person, I can’t afford 
to go back to work. It doesn’t pay for me to work”. 

The stories went on and on, but what is happening is that we 
are denying people that have paid into the system, that have paid 
into the system and that have talents and experiences and things 
to give back. We are denying society the opportunity for those tal- 
ents to be utilized and for them to become taxpaying citizens. 

I ask for all of you — I know we have the votes, if we could just 
get it up for a vote — to help us take off the lid, take off the lid for 
blind people so we really don’t have these psychological and emo- 
tional barriers caused by Social Security work incentives, and we 
could really get back to work. Thank you. 

[The prepared statement follows:] 

Statement of Joanne Wilson, Director, Louisiana Center for the Blind, 

Ruston, Louisiana 

My name is Joanne Wilson. I am director of the Louisiana Center for the Blind 
in Huston, Louisiana. My address at the Louisiana Center is 101 South Trenton, 
Ruston, Louisiana 71270. The telephone number at the Center is (318) 251-2891. 

I want to thank the distinguished members of this Committee for an opportunity 
to testify regarding the issue of Social Security earnings limitations for the blind. 

Approximately 15 years ago we opened the Louisiana Center for the Blind as a 
private, non-profit rehabilitation training facility for blind and visually impaired 
adults. With support from the membership of the National Federation of the Blind 
of Louisiana, we willingly undertook the imposing task of opening a facility that 
would provide training for blind and visually impaired individuals. Foremost in our 
thought was that if we were to ever gain the acceptance of a society which for cen- 
turies had regarded blind people as severely limited and unable to lead full lives 
which include productive work and full participation in the affairs of their commu- 
nities, then we needed to establish ourselves within those communities as respect- 
able citizens, with the same hopes and expectations as our sighted peers. We knew 
that with proper training and opportunity a blind person could become a contribut- 
ing member of our complex society, but such achievement had to begin with instill- 
ing a positive philosophy about blindness in blind people themselves. 

What is of paramount importance for your deliberations today is understanding 
that for a blind person, the real problem of blindness is not the loss of sight, al- 
though this is significant. Rather, it is the attitudes which exist, both among the 
sighted public and among the blind themselves concerning blindness and the ability 
of the blind to compete with their sighted counterparts. 

Certainly, it is well documented that historically blind individuals have always 
been last in line when they must compete with the general public for services, and 
more often than not they are denied access to employment and full societal access. 
While training facilities like the Louisiana Center for the Blind and others across 
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the country can address societal attitudes, employment is a persistent problem. 
Many members of the public have long assumed that blind people could not engage 
in productive work, at least not at a level that would allow them to be economically 
self-sufficient. To many in our society, a legally blind person is presumed to be un- 
employed, if not unemployable. Imagine, if you will, being a blind person growing 
up in a society that has embraced this notion wholeheartedly, with its formidable 
misconceptions about who you are and what you are able to do. Every fiber of your 
being would long for the opportunity to compete for a job and succeed or fail on your 
abilities — not on preconceived notions about your blindness. 

Emerging from a long history of dependence and lack of opportunity to escape 
from it, with its stifling of the human spirit and its degrading effect on self-esteem, 
has presented a tremendous challenge to individuals who are blind. They know that 
most employers can see and cannot imagine even being able to get to the job (let 
alone doing the job) without their sight. In this respect, blindness is unlike most 
other disabilities in that the effects of not seeing are believed to be all-pervasive. 
We as blind people have struggled mightily for the small advances we have made, 
yet clearly individuals who are blind are not yet realizing the “American Dream” 
even in the best of economic times. 

The nation’s policy is to promote opportunity. In the Rehabilitation Act of 1973, 
for example. Congress defined the purpose and mission of the rehabilitation pro- 
gram as follows: 

“Sec. 2. (B)(1) to empower individuals with disabilities to maximize employment, eco- 
nomic self-sufficiency, independence, and inclusion and integration into society. . . 
“(2) to ensure that the Federal Government plays a leadership role in promoting the 
employment of individuals with disabilities, especially individuals with significant 
disabilities. . .” 

Inclusion of the Rehabilitation program in the Workforce Investment Act of 1998 
reinforces the intent of Congress that persons with disabilities can and should par- 
ticipate fully in the American labor force. However, according to a study published 
in Americans with Disabilities: 1991-1992 U.S. Bureau of the Census, Current popu- 
lation Reports (870-33), Washington, DC: U.S. Government Printing Office, the em- 
ployment rate among those with visual disabilities is approximately 26%, with the 
remaining 74% either “out of the labor force” or “unemployed.” Since clearly Con- 
gress has provided a system to promote inclusion of persons with disabilities in 
meaningful employment, why then does such an alarming rate of unemployment 
among the blind persist? 

It is well documented that a major disincentive to the blind considering work is 
the loss of cash benefits under Social Security Disability Insurance. This program 
provides support to meet subsistence-level needs, and eligibility for this assistance 
is virtually automatic for a blind person. Although the benefit payments are modest 
compared to earnings from most (even entry-level) employment, the security it pro- 
vides is highly valued. The fear of losing those benefits is great, due primarily to 
uncertainty about the impact of working on benefits and the belief that future as- 
sistance may not be available if work stops. Blind people are aware that, under the 
current limitations, one dollar over the earnings limit for the blind will result in 
complete loss of cash benefits. Think, if you will, about your own work here. Clearly 
if work defines us, as many contend, blind and visually impaired persons do not find 
it easy under the current limitations to resist becoming “underachievers” or “second- 
class” participants in America’s workforce. 

In my position as director of a training facility, I have personally counseled with 
hundreds of individuals who are convinced that they must remain dependents of, 
rather than contributors to, the system. Examples which immediately come to mind 
are two individuals who became blind in mid-career. In both instances, their blind- 
ness was sudden because of medical conditions which did not affect them in any 
other way-only their vision was affected. Both were professionals with established 
careers, who realized that in order to regain their confidence and possess the ability 
to travel and care for themselves independently, they needed to learn alternative 
techniques of doing so as blind persons. Incidentally, not only did they need to learn 
skills, but they also needed desperately to re-gain their self-esteem. After complet- 
ing training, they fully expected to return to their respective fields, James as a con- 
struction engineer with 25 years’ experience building major highways across the 
country and Robert as an claims adjuster with a national insurance corporation. 
However, when job placement efforts began near the end of their training, it became 
apparent that their respective companies were not interested in their knowledge 
and experience but rather were consumed with imagined barriers and false mis- 
conceptions about the abilities of these two formerly valued employees who were 
now blind. 
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At that point they faced a dilemma: Should they return to work for mediocre 
wages which wouldn’t cover their mortgages, or should they become dependent upon 
Social Security benefits, which would at least provide some reliable income for their 
families? Senior citizens in similar situations do not have to make this choice. Why 
then, should a blind person? Had these individuals been given an opportunity to 
work, even at modest wages, and to keep their earnings without loss of Social Secu- 
rity benefits, I could tell you today that they are contrihuting to and not drawing 
support from the system. Sadly, I cannot do that. They returned home with their 
hopes and careers dashed, facing uncertainty about their ability to care for their 
families. 

When I think of James and Robert, I am reminded on the other hand of two elder- 
ly individuals I know-both of them quite financially secure, who decided because of 
boredom to return to work when they were well into their 70’s. An attorney and 
a rancher, respectively, they have generously endowed universities and institutions 
with their gifts, yet they still earn Social Security benefits, earn wages which are 
never questioned, and complain when Medicare doesn’t cover the cost of a medical 
procedure. No earnings limitations are imposed on the elderly. The system did not 
encourage these two to stay dependent and to remain idle from fear of losing every- 
thing. Nor did it strip them of their dignity as it did James and Robert. My question 
then, is why earnings limitations are imposed on the blind. Is it because our aspira- 
tions and our sense of personal responsibility are those of such a relatively small 
number that they go unnoticed? If that is the case, I ask you to consider these two 
facts: Blind individuals do compose only a very small segment of our society. If 74% 
of that small number are either “out of the labor force” or “unemployed,” then the 
current system with its disincentives to work has failed. 

Removing attitudinal barriers, raising expectations on the part of employers and 
individuals who are blind, and instilling the work ethic in those who have experi- 
enced little opportunity for meaningful work-these are the needs and challenges 
which we address today. Eliminating the earnings limit for blind individuals will 
ensure that more blind Americans have the opportunity to participate in the work- 
force, express their strong work ethic, and exercise personal responsibility as they 
long to do. We ask that you help us achieve our goal to be recognized as contributing 
members of society and to gain respect for our abilities by giving them free rein to 
help build a more productive nation. Thank you. 


Chairman Shaw. Thank you, Ms. Wilson. Dr. Cavenaugh. 

STATEMENT OF BRENDA S. CAVENAUGH, PH.D., RESEARCH DI- 
RECTOR, REHABILITATION RESEARCH AND TRAINING CEN- 
TER ON BLINDNESS AND LOW VISION, MISSISSIPPI STATE 
UNIVERSITY 

Ms. Cavenaugh. Good morning, Mr. Chairman, Members of the 
Subcommittee. Thank you for the opportunity to testify. I have 
worked in blindness rehabilitation since 1972. Today, my testimony 
is based upon findings from research conducted at the Rehabilita- 
tion Research and Training Center on Blindness and Low Vision at 
Mississippi State University. The RRTC, was established in 1981, 
through the support of the National Institute on Disability and Re- 
habilitation Research. We are the only NIDRR-funded center study- 
ing blindness and low vision. Our mission is to conduct research ac- 
tivities focused on improving the employment and independent liv- 
ing outcomes of consumers who are blind. 

I would like to present findings on the costs and employment ex- 
periences of blind individuals. First, findings from an analysis of 
data on consumers served in the State-Federal Vocational Rehabili- 
tation Program, will be presented, followed by findings a national 
survey of blind consumers. 

The Rehabilitation Act of 1973, as amended, authorizes the allo- 
cation of federal funds on a formula basis to the states and terri- 
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tories for the administration of a vocational rehabilitation VR pro- 
gram to assist individuals with disabilities in preparing for and en- 
gaging in gainful employment. State VR agencies provide a wide 
variety of services. The following findings are based on data from 
the 1998 Rehabilitation Services Administration, RSA, 911 Na- 
tional database of all clients/consumers exiting the VR program 
from the 50 states and from the District of Columbia. 

The number of persons who had been accepted for and received 
services who exited the program in 1998 was around 360,000. Four 
percent of those 360,000 consumers were legally blind, and about 
96% or 345,000 had other disabilities. 

When comparing competitive closure rates of consumers — and I 
am using RSA’s definition of competitive employment which in- 
cludes those consumers with competitive employment closures, self- 
employment closures, or business enterprise program closures — 35 
percent of blind people were closed in competitive employment, 60 
percent of other people with other disabilities were closed in com- 
petitive employment. 

In comparing costs, the mean cost of services of blind persons 
with competitive employment outcomes was approximately $8,200. 
The mean cost of services for consumers with other disabilities was 
approximately around $3500. The average mean number of services 
for blind persons was approximately 6; the mean number of serv- 
ices for other persons with disabilities was around 4.5. The mean 
length of services of legally blind consumers was about 4 years; for 
people with other disabilities, the length of services was approxi- 
mately 3 years. 

Included in my written testimony is a list of 17 services that peo- 
ple can receive through the State-Federal VR program. I have in- 
cluded the percentage of legally blind people receiving each service, 
and the percentage of people with other disabilities receiving each 
service. 

This information indicates that blind people are five times more 
likely to receive rehabilitation engineering services. They are three 
to four times more likely to receive assistive technology devices and 
assistive technology services — services that are critical to maintain- 
ing employment. 

To further investigate differences in cost of services, I categorized 
people with disabilities into 16 sub-groups. Again, the cost for le- 
gally blind people was $8200. Cost of services was highest for peo- 
ple who are deaf-blind — approximately, $8600. Cost of services was 
least expensive for people with nervous system disorders — approxi- 
mately $2700. 

To summarize, the mean cost for serving blind people is double 
the cost for serving other persons with disabilities. In addition to 
services noted above, blind people are twice as likely to need ad- 
justment training, twice as likely to need personal assistance, and 
unlike other impairment-related services such as occupational or 
physical therapy, blindness-specific services and equipment — criti- 
cal to acquiring and maintaining employment — are rarely, if ever, 
reimbursable through Medicare or other health plans. Additionally, 
these are generally not one-time expenses. For example, blind per- 
sons must purchase new — or upgrade, if it is an option — speech, 
Braille, and large-print computer access technology when new ver- 
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sions of mainstream computer operating systems and software are 
released. Orientation and mobility services may be required when 
employment settings change. 

Finally, with respect to findings from the national telephone sur- 
vey. Legally blind persons were asked if specialized technology as- 
sistive technology was needed to perform their job effectively, 
eightly nine percent of the participants said yes. When asked if 
they would like a regular job, 92 percent of those participants who 
were unemployed said yes, they wanted a job. 

In conclusion, blind people want to work. Blind people require 
specialized skills, services, technology, and equipment not covered 
by insurance. Many blind people can pay for these expenses be- 
cause this higher SGA level. Thank you. 

[The prepared statement follows:] 

Statement of Brenda S. Cavenaugh, Ph.D., Researeh Direetor, Rehabilita- 
tion Research and Training Center on Blindness and Low Vision, Mis- 
sissippi State University 

Good morning, Mr. Chairman and Members of the Subcommittee. Thank you for 
inviting me to testify on issues related to work incentives for blind and disabled So- 
cial Security beneficiaries. I have worked in vocational rehabilitation since 1972 and 
am currently the Research Director at the Rehabilitation Research and Training 
Center (RRTC) on Blindness and Low Vision at Mississippi State University. The 
RRTC was established in October, 1981, through support from the National Insti- 
tute on Disability and Rehabilitation Research (NIDRR) of the U. S. Department of 
Education. As the only NIDRR-funded RRTC studying blindness and low vision, our 
primary mission is to conduct research, training, and dissemination activities fo- 
cused on improving the employment and independent living outcomes of consumers 
who are blind or severely visually impaired. Dr. J. Elton Moore serves as our Execu- 
tive Director. 

Today, I will be reporting findings on the costs and employment experiences of 
individuals who are blind or severely visually impaired (hereafter referred to as 
blind persons). First, results of analysis of national data on consumers served in the 
state-federal vocational rehabilitation (VR) program will be presented. These find- 
ings indicate that although the substantial gainful activity (SGA) level for blind 
beneficiaries is higher than the SGA level of other disabled persons ($1170 vs. $700 
per month), blind persons must purchase specialized blindness-related services and 
equipment which are not reimbursable through Medicare or other health plans. Fur- 
ther, these are critical to their achieving and sustaining employment. Second, pre- 
liminary results from a national survey on the employment status of working-age 
persons who are blind will be presented. These findings provide more detailed infor- 
mation on the relationship of work disincentives and employment. 

Analysis of State-Federal Voeational Rehabilitation Data 

The Rehabilitation Act of 1973, as amended, authorizes the allocation of federal 
funds on a formula basis to the states and territories for the administration and op- 
eration of a vocational rehabilitation (VR) program to assist individuals with disabil- 
ities in preparing for and engaging in gainful employment. State VR agencies pro- 
vide a wide range of services (e.g., physical restoration, counseling and ^idance, vo- 
cational training, maintenance, job referral, job placement, rehabilitation engineer- 
ing, assistive technology) to assist people with disabilities in becoming employed. VR 
program data were derived from the 1998 Rehabilitation Services Administration 
(RSA) 911 National data base. All cases exiting from the VR program from the 50 
states and the District of Columbia were used in the analysis. 

Consumers Exiting VR program after “Individualized Plan for Employment” Initi- 
ated (Includes both “rehabilitated” and “not rehabilitated” closures) 


Total Served 

Legally blind consumers 


n = 359,913 
n = 14,732 (4%) 
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Consumers with other disabilities n = 345,181 (96%) 

Consumers Exiting VR program “Rehabilitated” with Competitive Employment Out- 
comes includes competitive, self-employment, or state-agency-managed business en- 
terprise work statuses 


Competitive Outcomes n = 212,082 

Legally blind consumers n = 5,201 (35% of 14,732) 

Consumers with other disabilities n = 206,881 (60% of 345,181) 

Service Intensity Variables (computed only for consumers with competitive employ- 
ment outcomes) 


Mean Cost of Services. 

Legally blind consumers $8,184 

Consumers with other disabilities $3,488 


Mean Number of Services. 

Legally blind consumers 6.0 services 

Consumers with other disabilities 4.5 services 


Mean Duration of Services. 

Legally blind consumers 4.0 years 

Consumers with other disabilities 3.0 years 


The Rehabilitation Services Administration defines cost of services as the total 
amount of money spent by the State VR agency in providing or arranging for serv- 
ices on behalf of the consumer. Expenditures are “life-of-the-case” costs and do not 
refer to any particular year. In addition, the RSA requires the VR agency to include 
information on whether the client did, or did not, receive a specific service sometime 
during the VR process. To further explore possible reasons for differences in costs 
and numbers of services between blind consumers and those with other disabilities, 
percentages from cross-tabulations were computed. Results from this analysis are 
reported in Table 1. 


Table 1: Percent Receiving Services by Disability 


Types of Services 

Legally Blind 

Other Disability 

Assessment 

84% 

82% 

Physical Restoration 

39% 

29% 

University Training 
Business or Voca- 

10% 

16% 

tional Training .... 
Adjustment Train- 

7% 

14% 

ing 

50% 

20% 

On-the-job Training 
Miscellaneous 

5% 

7% 

Training 

24% 

16% 
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Table 1: Percent Receiving Services by Disability — Continued 


Types of Services 

Legally Blind 

Other Disability 

Counseling and 



Guidance 

79% 

76% 

Job Referral 

18% 

38% 

Job Placement 

15% 

29% 

Transportation 

30% 

30% 

Maintenance 

14% 

16% 

Personal Assistance 



(includes reader) 

12% 

2% 

Rehabilitation Engi- 



neering 

12% 

2% 

Assistive Tech- 



nology Devices 

42% 

8% 

Assistive Tech- 



nology Services .... 

45% 

12% 

Other Services 

42% 

23% 


Comparisons among “other disability” group. To explore differences within the 
“other disability” group, those consumers with competitive sector outcomes ((n = 
206,881) were further categorized into disability sub-groups. Sample size, cost of 
services and percent competitively closed (i.e. competitive, self-employed, and BE 
closures) are reported in Table 2. 


Table 2: Disability by Cost of Services and Percent Competitive Employment 


Disabling Condition 

Mean Cost of Services 

Competitive Closure 

Deaf-blind (n=166) .. 
Legally blind (n = 

$8,602 

45% 

5,201) 

Orthopedic condi- 

8,230 

35% 

tions (n = 44,229) 
Genitourinary sys- 

4,608 

62% 

tern (n = 2,249) .... 
Visual impairments, 
but not legally 

4,557 

70% 

blind (n = 5,242) .. 

4,418 

57% 

Neoplasms (n = 846) 
Traumatic brain in- 

4,404 

65% 

juries (n = 3,990) 
Allergic endocrine, 
nutritional dis- 

4,393 

55% 

eases (n = 3,557) 
Hearing impair- 
ments (n = 

4,112 

62% 

15,458) 

Speech impairments 

3,761 

72% 

(11-591) 

Respiratory condi- 

3,682 

68% 

tions (n - 787) 

Diseases of the 

3,492 

56% 

blood (n = 4,524) 
Mental and emo- 
tional conditions 

3,204 

67% 

(11 - 85,265) 

Digestive system 
conditions (n = 

3,155 

56% 

3,345) 

Cardiac and cir- 
culatory condi- 

3,111 

83% 

tions (n = 3,537) .. 
Nervous system dis- 
orders (n = 

2,920 

64% 

23,961) 

2,688 

63% 
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Conclusions 

• Mean cost of VR services for legally blind consumers reaching competitive em- 
ployment outcomes is more than twice the cost of services for consumers with other 
disabilities ($8,184 vs. $3,488). 

• When consumers with other disabilities are grouped into smaller categories of 
disability-specific conditions, only deaf-blind consumers (n = 166) have a higher 
mean cost of VR services when compared with legally blind consumers $8,602 vs. 
$8,230). Consumers with orthopedic conditions have the third highest cost of serv- 
ices ($4,608). 

• Legally blind consumers are more than twice as likely than consumers with 
other disabilities to receive adjustment training and approximately four times more 
likely to receive personal assistance (includes reader services), rehabilitation engi- 
neering, assistive technology devices, and assistive technology services. (Adjustment 
training includes training in blindness-specific skills, such as Braille, orientation 
and mobility, and activities of daily living. Rehabilitation technology devices and 
training includes purchase of and training to use hlindness-specific technology, such 
as computer speech, Braille, and large print plus low vision optical and non-optical 
devices.) 

• Unlike other impairment-related services such as occupational or physical ther- 
apy, blindness-specialized services and equipment — critical to acquiring and main- 
taining employment — are rarely, if ever, reimbursable through Medicare or other 
health plans. Additionally, they are generally not “one-time” expenses. For example, 
blind persons must purchase new (or upgrade if an option) speech, Braille, and large 
print computer access technology when new versions of mainstream computer oper- 
ating systems and software are released; orientation and mobility services may be 
required when employment settings change. 

Factors Affecting Employment Status of Persons who are Blind; 

Preliminary Analysis of National Telephone Survey 

Research Question: 

What employment-related factors have the most impact on emplojunent status 
and occupations of working age adults with blindness or visual impairment? 

Participants: 

Working-age adults who are legally blind (N = 279) 

Sampling Frame 

National Library Service (NLS) subscribers designated as blind or visually im- 
paired 

Sampling Design: 

Systematic sampling with random start -every kth element in the total list chosen 
(first chosen at random). Sample size chosen to ensure findings are accurate within 
plus or minus five percentage points of the population parameters (95 percent con- 
fidence level). Sampling tolerances (intervals) range from 3-5 points, depending 
upon percentage result (worst case scenario 50% would be 5 points; best case 10% 
or 90% would be 3 points. 

Selected Findings related to SSDI “Income Cliff’: 

When asked if “risk of losing benefits or insurance payments” was a employment 
barrier that they had personally encountered in trying to find a job, 27% of partici- 
pants answered affirmatively. 

When asked if “risk of losing benefits or insurance payments” was an important 
reason they were not working full-time, 34% of participants working part-time or 
unemployed answered affirmatively. 

When asked if “risk of losing benefits or insurance payments” was an important 
reason they were not working full-time, 39% of participants working part-time an- 
swered affirmatively. 

When asked if specialized assistive technology was needed to perform job effec- 
tively, 89% of participants answered affirmatively. 

when asked if they would like a regular job, 92% of those participants who were 
unemployed, but not currently looking for employment, answered affirmatively. 
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The Rehabilitation Research and Training Center (RRTC) on Blindness and Low 
Vision at Mississippi State University was established in October, 1981, through 
support from the National Institute on Disability and Rehabilitation Research 
(NIDRR) of the U. S. Department of Education. As the nation’s only RRTC studying 
blindness and low vision, our purpose is to enhance employment and independent 
living outcomes of consumers who are blind or severely visually impaired through 
the conduct of research, training, and dissemination activities. 


Chairman Shaw. Thank you. Mr. Gashel. 

STATEMENT OF JAMES GASHEL, DIRECTOR, GOVERNMENTAL 

AFFAIRS, NATIONAL FEDERATION OF THE BLIND, BALTI- 
MORE, MARYLAND 

Mr. Gashel. Thank you, Mr. Chairman. I am appearing today on 
hehalf of the National Federation of the Blind, and I appreciate the 
opportunity to testify. 

It is no secret that the NFB has sought removal of the earnings 
limit just like seniors. We hold this view because the work and 
beneficiary status of the vast majority of blind people is just like 
seniors. 

We had a policy in this country until yesterday, telling seniors 
not to work and paying them not to. Congress was right to end that 
policy. The earnings limit stifles initiative and kills the spirit. 

It is one thing when this happens to someone at age 65, who has 
worked a lifetime and had opportunities throughout that lifetime. 
It is a different thing all together, and it is very sad, when this 
happens to a person who is blind at age 25 , told not to expect very 
much of themselves for the future, and then to have that confirmed 
by the earnings limit. 

I have witnessed this throughout my 30-year career in counseling 
blind people about going to work and helping them struggle with 
the earnings limit. 

You should see the letters they receive from Social Security, from 
Susan Daniels over here. They don’t thank you for going back to 
work. What do you think it says to a person when you get a letter 
from Social Security that goes like this: “We are writing to give you 
new information about the benefits you receive on this record, and 
the rest of this letter will tell you how we overpaid you $45,000” — 
or pick some other number, it is usually real high — “too much in 
benefits, and how you can pay us back.” 

People are devastated by this. They are trapped in a system that 
doesn’t help them go to work and doesn’t really seem to want them 
to. It penalizes them if they do. Our country can do better. We are 
going to do better for seniors, and I think that reflects a great deal 
of credit on you. 

I have been around this issue for many, many years, and I think 
that it is right — no person at age 65 will ever get an overpayment 
notice like that anymore, regardless of how much they earn. 

I was present when Mr. Archer created the concept of the equiva- 
lent status through the identical earnings limit for seniors and the 
blind. He told me that he wanted to remove the limit all together, 
but he knew it wouldn’t pass right then. His alternative was five 
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mandated adjustments followed by automatic indexing applied to 
seniors and the blind. This did pass. 

With removal of the earnings limit for seniors, a choice was made 
to exclude the blind, so what should the policy be? We have been 
fighting for years just like seniors, to have meaningful work incen- 
tives just like seniors, so blind people could go to work and not 
have any reason not to do so just like seniors. Is that wrong? Was 
Mr. Archer wrong when he thought that linkage up in 1977? Why 
isn’t it right now if it was right then? 

Frankly, I don’t know what to say to blind people who are caught 
in the earnings limit trap. If Congress has really adopted a “just 
say no” stance, then I don’t know how to answer that issue. I don’t 
think people can accept the fact that it is right to pay benefits for 
someone who earns, let’s say, as much as a member of Congress, 
over $140,000 a year, and then just say “no” to members of a group 
who are otherwise eligible, if they earn $14,000. 

On the matter of disability and blindness, I am troubled by the 
fact that disability still means the inability to work. I honestly 
don’t know another definition, but I worry that no progress will 
really be made on the earnings limit as long as there isn’t a dif- 
ferent definition. 

With blindness, SGA is applied as a pure earnings limit, which 
could be changed without changing or redefining disability. I think 
Congress should look at doing it that way. 

Mr. Chairman, the economics of the circumstances of the blind — 
low income, intermittent employment, and lots of unemployment — 
clearly justify removing limits and providing resources to members 
of this population. Our country would be richly rewarded if you 
would use your leadership to do this. 

There will be no reward if the blind are simply held back and 
told that we have to wait again. This is not to say that something 
else should not be done apart from blindness relating to disability 
because that, too, should be done. 

On behalf of the National Federation of the Blind, I thank you. 

[The prepared statement follows:] 


Statement of James Gashel, Direetor, Government Affairs, National 
Federation of the Blind, Baltimore, Maryland 

Good morning, Mr. Chairman. My name is James Gashel. 1 am the Director of 
Governmental Affairs for the National Federation of the Blind. 

The National Federation of the Blind (NFB) has a membership in excess of 
50,000, representing all states, the District of Columbia, and Puerto Rico. All of our 
officers and the vast majority of our members are blind. Local chapters of the Fed- 
eration can be found in most sizable population areas in the United States. In the 
words of our monthly publication, the Braille Monitor, “We are not an organization 
speaking for the blind; we are the blind speaking for themselves.” 

This hearing is being held in the wake of legislation passed to remove the earn- 
ings limit altogether for people who reach age 65. The NFB has sought identical 
treatment for blind people. In this statement I will explain how the blind person’s 
earnings limit presently works and why we think it should be changed. 

How the Blind Person’s Earnings Limit Works: 

At least two provisions of the Social Security Act work together to form what I 
have called “the blind person’s earnings limit.” These are section 216(i) (in which 
blindness is defined) and the second sentence of section 223(d)(4) (which specifies 
that earnings not exceeding the exempt amount for age-65 retirees are not consid- 
ered to be substantial gainful activity (SGA) for someone who is blind). This latter 
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provision has been amended to exclude the changes in the exempt amount made in 
1996 and the removal of the earnings limit altogether. 

This means that the blind person’s earnings limit (or exempt amount — whichever 
term you like) is now set at $1,170.00 per month. This is $14,040.00 annually, in- 
dexed to coincide with average wage growth determined from year to year. As with 
seniors, only Congress can change this limit. 

I have used the term “earnings limit,” because this is the best way to describe 
the situation for the blind. The technical term formerly used for seniors was the “re- 
tirement test,” but members of Congress and the public called it the earnings limit. 
With blindness, the technical term is the “substantial gainful activity test,” but this 
too is just an earnings limit. 

SGA is an earnings limit for the blind but an entirely different concept when used 
in determining disability. An SGA determination in disability cases is intertwined 
with the decision as to whether or not the person is disabled. The person found able 
to perform SGA is not disabled according to the law. 

This is not how it works with blindness. I say this because of the plain language 
of section 216(i) of the Act: 

“. . .the term ’disability’ means (A) inability to engage in any substantial gainful 
activity by reason of any medically determinable physical or mental impairment 
which can be expected to result in death or has lasted or can be expected to last 
for a continuous period of not less than 12 months, or (B) blindness; and the term 
“blindness” means ” 

This lan^age is certainly not new. It has been in the law this way for at least 
35 years. If blindness is established, the only remaining question is, do earnings (if 
any) exceed (or not exceed) SGA? If earnings exceed SGA, no benefit can be paid. 
Conversely, benefits are payable when earnings are below SGA. So — technical term 
or not — SGA is really an earnings limit imposed on the blind. 

How the Earnings Limit Works as a Disincentive: 

I have already said that only Congress can change the blind person’s earnings 
limit, but why do so? In my mind, the foremost reason is that only 26 percent of 
blind adults age 18 to 65 are working to any extent at all. According to a November, 
1999, report of the American Association of Retired Persons, 12 percent of persons 
age 65 and older work. So the vast majority of blind adults, 74 percent, are just 
like seniors in regard to work and beneficiary status. 

There are many reasons why so few blind people work. Lack of self-confidence and 
lack of employers willing to hire them are two reasons. The imposition of the earn- 
ings limit is by far the reason most often given, however. I say this from 30 years’ 
experience in counseling blind people to go to work. 

Consider the economics in a fairly simple but typical case. Assume annual cash 
benefits of $9,000.00 or $750.00 per month. At this rate for a single person with 
no other income, the benefits are tax-free. Taking this into account, plus the ex- 
penses that also go with working (such as commuting and buying clothing appro- 
priate to the workplace) $15,000.00 in gross pay would be needed to replace $9,000 
in benefits. 

Annual pay of $15,000.00 is $7.20 an hour. At $16,000.00 or $7.70 an hour, the 
average net gain for working full-time for an entire year would be about $1,000.00. 
Earnings below $15,000.00 will mean a loss. Some will do this, but most won’t be- 
cause they can’t afford to lose income. If the beneficiary has dependents, the situa- 
tion is even more troublesome. 

With two dependents, the total benefits are likely to average $18,000.00 annually. 
Therefore, earnings of $15,000.00 or $16,000.00 (just above the limit) will not re- 
place benefits. Using conservative assumptions, such as taxes figured at 25 percent 
of gross pay and child care for two children at $300.00 per month, I conclude that 
replacement of $18,000.00 in benefits would require about $33,000.00 in gross pay. 
when dependents are involved, the choice to work or not to work is far more con- 
strained, and the amount needed to replace everyone’s benefit far exceeds the blind 
person’s earnings limit. 

From this it is clear that a typical blind person is apt to face a severe income 
penalty with earnings at the entry level. Most people will not lose with gross pay 
above $33,000.00, but most blind people are not being offered that much money to 
start or return to work. So most blind people accept their benefits and often do 
intermittent work to supplement them. This way, with benefits of $9,000.00 and 
earnings of $13,000.00 (just under the earnings limit), the beneficiary can have 
$22,000.00 and often do better financially than accepting a full-time entry-level job. 

This is the sad reality that most blind people face day after day: not getting 
ahead, just getting by. It would be one thing if employers were opening their arms 
to accept us, but that is not happening. For most blind people, just getting a chance 
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to have a job is a job itself. This condition, combined with the earnings limit, leads 
to lost opportunities and lost potential for far too many blind people. 

Creating Incentives: 

Congress is very good at using laws — especially tax laws and Social Security — to 
create incentives. There are many examples of subsidies paid to certain groups or 
industries to achieve desirable national goals. The removal of the earnings limit to 
subsidize working seniors’ wages is a relevant example. In this instance, one goal 
is to help employers maintain an experienced workforce. This responds to current 
needs, but many years ago when economic and employment conditions were dif- 
ferent, the earnings limit was a means of encouraging seniors to vacate their jobs 
for younger workers. 

This brings me to the earnings limit policy for the blind. What should the policy 
be? Frankly, the removal of the earnings limit at age 65 looks like a choice has been 
made to pay benefits to seniors who work and pay blind people on the condition that 
they don’t work. Since both “retirement age” and “blindness” are defined — so estab- 
lishing basic eligibility is really not the question — the policy of no limit for seniors 
compared to $14,040.00 for the blind is unjust. That point is not lost on blind peo- 
ple. 

People have asked, “Would you really pay benefits to blind people who earn as 
much as a member of Congress?” My answer would be “yes.” If benefits are paid 
to members of Congress (or others who earn as much as a member of Congress), 
then I would not exclude the blind. With the removal of the earnings limit, benefits 
will now be paid to thousands of seniors who will continue to work and earn as 
much as $141,300.00 and more. The goal achieved by this policy is valid, but con- 
tinuing an earnings limit of $14,040.00 on work performed by the blind is not. 

CONCLUSION: 

Mr. Chairman, the economic circumstances of blindness — low incomes, intermit- 
tent work, and lots of unemployment — clearly justify removing limits and providing 
resources to members of this population. This is not to say that issues relating to 
disability apart from blindness don’t deserve attention — they do. So, on behalf of the 
National Federation of the Blind, I urge you to examine the impact of the earnings 
limit with the wisdom, caring, and foresight shown in removing the limit for seniors. 
If you do that, I am confident that new opportunities will result from new incen- 
tives. I thank you. 


Chairman Shaw. Thank you. Mr. Matsui. 

Mr. Matsui. Thank you, Mr. Chairman. I would like to thank all 
four of the panelists for their testimony, it was very precise and 
very moving. 

Dr. Cavenaugh, you indicated that there was a difference in 
terms of expenses for those that are blind and other disabled, and 
you related a number of numbers. Could you perhaps — and not go 
into a lot of detail because it would probably take a long time — ex- 
plain where the difference is and why the blind have a larger ex- 
pense than the other disabled? 

Dr. Cavenaugh. The Rehabilitation Services Administration re- 
quires the state agencies to report “yes” or “no” if a person received 
a specific service during the VR process. RSA also requires data on 
total cost of services. So, we know the total cost of services and 
which services a consumer received. There are about 17 different 
types of services. 

Using cross-tabulations, percentages, frequencies, I looked at the 
types of services different disability sub-groups actually received. 
First, I compared legally blind consumers with all other consumers. 
Then I grouped consumers with other disabilities into 16 sub- 
groups. I again looked at the services received by consumers in 
these subgroups. 
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I found that blind people were receiving many more of those 
services which we would expect to be more expensive. Why is it two 
times more expensive for a legally blind person to go through the 
VR system? Well, I think it is to some extent because of the huge 
cost for rehabilitation engineering. For example, among legally 
blind people, 12 percent receive rehabilitation engineering; in the 
other disability group, about 2 percent receive rehabilitation engi- 
neering. Forty-two percent of legally blind people receive assistive 
technology devices; 8 percent of other disability groups receive tech- 
nology devices. Forty-five percent of blind people receive assistive 
technology services; 12 percent of other people do. 

So, from this data, that blind people are receiving those services 
that are more expensive and, unfortunately, these are services, as 
I earlier indicated that are necessary for finding employment and 
are also necessary for maintaining employment. 

Legally blind consumers are twice as likely to receive adjustment 
services. Adjustment services include training in blindness-specific 
alternative techniques critial to living independently. So, I think 
cost of services is higher because blind clients receive these services 
more frequently than other VR consumers. 

With respect to job placement services, other disability groups 
are twice as likely to receive job placement services. When I was 
a VR counselor, job placement services were provided by the reha- 
bilitation counselor and were not included in cost of services. So, 
I think differences in costs can be explained by the types of services 
received. 

Mr. Matsui. Thank you, I appreciate that response. Mr. Gashel, 
how is your building coming along? 

Mr. Gashel. We are making good process. We have raised 
about $3.5 million, but we have got to raise $18 before we — 

Mr. Matsui. You are moving along, anyway. It is coming along. 

Mr. Gashel. Yes, we are. 

Mr. Matsui. Congratulations. 

Mr. Gashel. Thanks for asking. 

Mr. Matsui. The unemployment rate among the blind is, what, 
75 percent? 

Mr. Gashel. Seventy-four percent. 

Mr. Matsui. I want to ask a two-part question. If you raise the 
earnings limit and eliminate it completely, do you have any esti- 
mates what the unemployment rate would be for the blind? And, 
secondly, if you raised it to $17,000, do you have an estimate or 
studies that would indicate what the unemployment rate for the 
blind would be? Maybe you don’t. 

Mr. Gashel. I think it would be a guess, but we are talking 
about 100,000 beneficiaries who would be the target group, and all 
of them are receiving benefits now, very few of them are working, 
as we have heard today. So, what you are trying to do is attract 
as many of them as possible into the workforce. 

There are probably only about 30,000 blind people who are earn- 
ing above the earnings limit, according to the information that we 
have assembled, so you are not going to add that many bene- 
ficiaries to the rolls, and it would be a great trade-off to attract, 
you know, 50,000 of these people, or even 30-40,000 of these people 
into the workforce who are not now paying in. 
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Now, if you figure — we could do the math sometime — but if you 
figure that those people are going to earn, say, average incomes of 
$25,000, they are going to pay taxes when they earn that money. 
Right now, they are just drawing benefits. 

So, I think this is a great way for the program — just like sen- 
iors — to pay for itself 

Mr. Matsui. Thank you, all of you. 

Chairman Shaw. Mr. Collins. 

Mr. Collins. You heard Dr. Daniels talk about a demonstration 
project. My question is going to be aimed at her comment, and the 
question is, what change would be better, a higher SGA or no 
“cliff*, and that is open to all. 

Mr. Gashel. I would like to try first. I will go for it, Mr. Collins. 
Well, probably both. I think this is really an analogous situation 
to seniors, I hope that comes through. With seniors, you know, 
there was no cliff for a long time, and even a 2-for-l offset wasn’t 
considered enough of a work incentive, and so then they went to 
a 3-for-l offset and that wasn’t considered enough of a work incen- 
tive, and so now it is no limit. 

I don’t know why it would be any different for blind people, but 
some people have talked about a 2-for-l offset. Well, that would be 
one way to look at it, or maybe a 3-for-l as was done for seniors. 

I certainly think that the threshold has to be higher. $11,000 
wasn’t a good enough threshold for seniors, and so now it is $17, 
and it will be nothing. So the threshold clearly has to be a lot high- 
er than it is to help people get into the workforce. Average incomes 
are about $25,000, entry level incomes. Now, different jobs, of 
course, have different entry level incomes, but I think you have got 
to get above $25,000 for an entry level job to encourage people to 
enter the workforce. 

Mr. Collins. Anyone else want to tackle that one? 

Ms. Wilson. I wanted to make a comment on that, if I could. In 
my roomful of students last Tuesday, they all unanimously agreed 
that they were afraid to go off of Social Security Disability because 
they basically do not trust the system. 

Don said, “I would be afraid to go off of it even though there are 
some of these incentives because I don’t want to face Mrs. King, my 
Social Security worker again, she was just awful, and I don’t want 
to get entrenched — have to deal with that system anymore than I 
do”. 

Fifteen years ago when we started the Louisiana Center for the 
Blind, we got a Social Security demonstration grant to prove some 
of the things that I think are, again, going to be coming around to 
be proven, and some of those demonstration grants have been going 
around for 15 years that I know of straight up from Social Security. 
Nothing much is changing, I think, because we are missing the 
point. We are going all around it, but we are not hitting the real 
basics, and that is the emotional thing. 

I would love to see what blind people could really do and really 
work if they really had the real incentives to do it. I think we could 
change the whole way people view blindness. 

Mr. Collins. If I understood you right then, you are kind of from 
the old school — a bird in the hand is worth two in the bush — stay 
on Social Security to keep from wrestling with the system itself. 
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and the fear of losing income totally. Is that the way I interpret 
it? Ms. Gillis? 

Ms. Gillis. For me, in order to replace my benefit, I would have 
to secure a job for $35,500 a year. Those jobs are few and far be- 
tween in Martin County. The entry level jobs there start at $23,000 
a year, and I would need to work at a $35,500 a year level just to 
break even with where I am presently at. So that, to me, is scary. 
At that level, even if I broke even, I am still in the position I am 
in now where there are no extra dollars to augment my eventual 
retirement. And the scariest part of this, in my mind, is when I 
turn the magic age of 65 and my benefits all convert over, my bene- 
fits will be so reduced, my pension with the church which is $292 
now will be reduced to $63. I don’t know what Social Security will 
do with the $933 a month benefit, but I bet you it will be at least 
half of that, and that is a scary thing. And then what is my em- 
ployment outlook when I am 65 and blind, when I get to that age, 
even though there is no limit, I will have been out of the workforce 
for almost 30 years. So that concerns me. 

Mr. Collins. Thank you very much. 

Chairman Shaw. Mr. McCrery. 

Mr. McCrery. Ms. Gillis, would you explain to us why it would 
take a $35,000 a year job to replace what you are getting from So- 
cial Security? 

Ms. Gillis. With the additional expenses that I incur to go back 
to work — well, first of all, the taxability of the income. Presently, 
I pay tax on one-half of the $933 a month I receive for myself, and 
pay no income tax on the $498 I receive for my dependent son, and 
I pay tax on 100 percent of the $292 of 1099-R income on my tax 
return. When you factor in the difference of the taxability of the 
income, in itself, when I go back to work and my income is all 
earned income, that is all subject to taxes. So that is part of the 
problem. 

I would have additional expenses that I would need to incur to 
secure the adaptive technolo^, the equipment, the maintenance 
thereof, the transportation, child care, the list goes on and on, all 
the incidentals associated with leaving my home and going back 
into the workforce. 

Mr. McCrery. Anything else? You are not counting loss of medi- 
cal benefits, are you? 

Ms. Gillis. Yes, the medical benefits, as well. Medicare. I am 
sorry. 

Mr. McCrery. But you know you would continue to receive 
Medicare for nine years after you broach the earnings limit. 

Ms. Gillis. Right, and I would have to get additional medical in- 
surance as well, yes. 

Mr. McCrery. Within that nine-year period, yes, you would have 
to obtain other medical insurance, but your medical benefits would 
continue even after you lost your cash benefits under current law, 
do you know that? 

Ms. Gillis. I do now, sir. I am not an expert. 

Mr. McCrery. I thought you might have been counting that in 
your estimate, and it doesn’t exactly fit as neatly as that. 

Ms. Wilson came to my office about a month ago and brought 
with her a group of about 15 blind individuals, and we talked for 
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about an hour about this subject, and Ms. Wilson knows that I dis- 
agree with Mr. Gashel and Ms. Wilson on severing — I mean, on 
doing away with any earnings limitation for the disability program 
under Social Security. So, I am over that hurdle with Ms. Wilson. 
I haven’t talked with Mr. Gashel about it. 

I really believe, in brief, that the disability program under Social 
Security is completely different from the earned retirement benefits 
under Social Security, and I really think it is apples and oranges. 

The incentives are the same, yes, I agree with that, and cer- 
tainly, as Ms. Gillis has pointed out, if we keep this very low limit 
as a cliff, it serves definitely as a disincentive for people to work, 
no doubt about that. And I, and I think other members of this Sub- 
committee, would like to do something about that. I don’t think the 
right thing to do, though, is just to say there is no earnings limit. 
That, as GAO testified, just fundamentally changes the purpose of 
a disability program under Social Security. 

For example, if you have a blind individual who makes $100,000 
a year, it doesn’t make sense for him to receive disability benefits 
from the government, from the taxpayers. And you say, okay, 
$100,000 — well, $80,000 — $50,000 — you know, where do you stop? 
I don’t know. But I do think there is a need for an earnings limit 
when somebody has demonstrated an ability to earn enough clearly 
to take care of his needs, his family’s needs, then the taxpayers 
don’t need to supplement that. 

But I think this issue of a cliff is something that we need to look 
at. I think that is the most detrimental part of this whole system. 
Ms. Gillis already testified, gosh, she has got to be very careful to 
not make just over that limit because, if she does, boom, she loses 
everything except her medical benefits. 

So, I think one of the most important things we could do, Mr. 
Chairman, is to smooth out that cliff, to provide a slope so that Ms. 
Gillis doesn’t have to watch everything so closely for fear of losing 
everything. She can smoothly transition into that slope and not 
have to be so precise about counting every penny, and I think that 
would be a big help. 

I would like to raise the earnings limit and I think Dr. 
Cavenaugh has done this Subcommittee some service in pointing 
out some of the underlying rationale for the difference in treatment 
between blind disabled and nonblind disabled and. Dr. Cavenaugh, 
I appreciate your giving us those statistics which I think bolster 
the argument for separation of the two. 

So, with that, Mr. Chairman, I see my time has expired. I appre- 
ciate your giving me the time, and thank all the witnesses for your 
testimony. 

Chairman Shaw. Mr. Hulshof 

Mr. Hulshof. Thank you, Mr. Chairman. Dr. Cavenaugh, in the 
interest of full disclosure, I have a degree from the University of 
Mississippi and, as you know, there is the intense rivalry between 
Ole Miss and Mississippi State. So, if you promise not to hold it 
against me, I promise not to hold it against you. 

Dr. Cavenaugh. You know what we do when we say the prayer 
at Mississippi State, do you know how we respond? 

Mr. Hulshof. How is that? 

Dr. Cavenaugh. Go to hell Ole Miss. We really don’t mean it. 



59 


Mr. Hulshof. I will resist the urge to respond in kind. 

Dr. Cavenaugh. Well, actually, we have stopped saying the pray- 
er, so it doesn’t happen anymore. 

Mr. McCrery. We do the same thing at LSU, for that matter, 
so, Hulshof, you are in bad company here. 

Mr. Hulshof. I feel outnumbered by other SEC teams, but I do 
want to ask you just quickly, because we are also being called for 
a vote, in looking over your study, you mention that, or your con- 
clusions that the cost of VR services for those legally blind are 
more than twice that of VR services for people with other disabil- 
ities, and I want to ask, does that category of other disabilities in- 
clude people that are not on the Disability rolls? 

Dr. Cavenaugh. Yes, it does. There are people who are served 
in the State-Federal program who are not on the Disability rolls. 

Mr. Hulshof. Is that a fair comparison, because wouldn’t you 
expect VR costs — and you have worked in VR, as you mentioned — 
wouldn’t you expect VR costs to be lower for people who are not 
disabled enough to qualify for Disability benefits? 

Dr. Cavenaugh. Absolutely. 

Mr. Hulshof. We talked about, with the previous panel, that the 
SGA limit for those who are blind is about 67 percent higher for 
those with other disabilities. I assume your research findings jus- 
tify that disparity? 

Dr. Cavenaugh. The disparity that — I am sorry, I didn’t hear. 

Mr. Hulshof. Does your research — do you agree that is an 
appropriate — 

Dr. Cavenaugh. What is an appropriate? 

Mr. Hulshof. — that there is a 67 percent higher SGA limit for 
the blind as opposed to those that are other individuals with dis- 
abilities? 

Dr. Cavenaugh. Do I agree with the higher SGA level for blind 
people? 

Mr. Hulshof. Yes, ma’am. 

Dr. Cavenaugh. The data seem to indicate yes. 

Mr. Hulshof. What about, as Dr. Daniels mentioned for us, that 
any individual who is disabled can actually earn more than the 
SGA limits and still stay eligible because they can subtract work 
expenses that are related to their disability in determining the 
earnings subject to the limit. I mean, the fact that we are trying 
to help provide a deduction or subtraction of work-related expenses. 
Including that, does that also continue then to justify this disparity 
between individuals who are blind and those disabled who are not 
blind? 

Dr. Cavenaugh. Yes, I would think so. And I think my reasoning 
is, are we talking about those work-related expenses through 
Schedule A? You are talking about the IRS deductions? 

Mr. Hulshof. Yes. 

Dr. Cavenaugh. You have to make it first, and using Schedule 
A precludes people from taking the Standard Deduction, so I think 
there continues to be real problems. In response to your question 
regarding non-recipients, I could select out those VR clients receiv- 
ing SSI or SSDI and I compare cost of services for blind persons 
versus consumers with other disabilities. I would expect similiar 
results to those I have reported. 
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Mr. Hulshof. Mr. Chairman, I know we have got this vote on, 
so I yield back my time. 

Chairman Shaw. Mr. Gashel, are you aware of a proposal that 
was in the President’s budget to exempt the disabled employees 
and the sheltered workshops from receiving Social Security credits 
to withholding of FICA? I would like you to comment on that be- 
cause I think it is important that everybody who is working con- 
tinue to build up Social Security credits that will help them when 
they reach retirement. 

Mr. Gashel. Well, I agree with that, Mr. Chairman, and I think 
it is an outrageous proposal. I honestly don’t know where it came 
from, but I can see some of the workshops that employ the disabled 
might want to exempt themselves from coverage under the — with 
FICA, paying into Social Security, because a lot of the people might 
be getting Supplemental Security Income anyway, but it is out- 
rageous to end up denying people Social Security coverage. 

It is kind of like, in our case, we get paid the sub-minimum wage 
in these workshops, too, which again is outrageous. So, I think that 
what we have got to do is look at blind and disabled people more 
along the lines of the way we look at other workers in this country, 
including seniors. We want people to work and we want them to 
earn as much as they possibly can, and we want them to earn So- 
cial Security credits. I think this proposal might end up having to 
come to this Subcommittee — I am glad you brought it up because 
I hope you don’t approve anything like this. 

Chairman Shaw. I am also concerned about the fact that so 
many of these sheltered workshops do not pay minimum wage. It 
is something that has come up in my office in talking with some 
of the blind representatives. Chris Cox brought it up to me. I see 
she is in the audience today. She brought it up to me in the office 
sometime ago. And it is something I would like to look into. 

Do we have any data — and I address this to any of the witnesses 
at the table here — do we have any data as to what effect that 
would have on the employment of the blind within the workshops, 
if we were to do away with that exemption and provide that the 
workshops pay minimum wage just like everybody else? 

Mr. Gashel. You are going to have trouble believing this, but ac- 
cording to the people that pay the sub-minimum wages, there are 
only 150 blind people, nationwide, that are paid less than the mini- 
mum wage. So, really, we are talking almost academics here. It is 
close enough for government work to pay everybody at least the 
minimum wage. 

Chairman Shaw. Yes, but I think it is insulting. I think it is in- 
sulting. 

Mr. Gashel. It is absolutely insulting. And so the impact would 
be 150 people. The guy who runs the workshop umbrella called Na- 
tional Industries for the Blind, is paid $200,000 a year, which is 
as much as the President. And I have said, you know, at a salary 
like that, he ought to be able to figure out a way to bring 150 blind 
people up to at least the minimum wage. 

Chairman Shaw. I think you just figured out a way to do it. 

Mr. Gashel. I hope so. 

Chairman Shaw. Well, we do have two votes on the Floor, which 
is going to take us away, so I am going to recess until 1:00 o’clock. 
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It is now a quarter after 12:00. We will come back at 1:00 o’clock. 
That will give everyone a chance to take a little break and have 
lunch and be back here. This panel is excused, we have completed, 
and we are down now to the final panel. Thank you. And I want 
to thank all you witnesses. Ms. Gillis, I was particularly impressed 
with your comment that to walk in your shoes. I think that we 
should pay heed to that and do that. 

Ms. Gillis. Thank you. 

Chairman Shaw. Thank you for being here. 

[Recess.] 

[Questions submitted by Chairman Shaw to Ms. Cavenaugh, Mr. 
Gashel, Ms. Gillis, and Ms Wilson, and their respective answers, 
follow:] 

Brenda Cavenaugh, Ph.D. 

Rehabilitation Research and Training Center on Blindness and Low Vision 
P.O. Box 6189 

Mississippi State University, MS 39762 


Dear Dr. Cavenaugh: 


Thank you for testifying before our Subcommittee regarding work incentives for 
blind and disabled Social Security beneficiaries. In order to complete our hearing 
record, I would appreciate your answering the following questions: 

1. Individuals who are disabled, including those who are blind, can actually earn 
more than the SGA limits and stay eligible for benefits. The reason is they can sub- 
tract work expenses related to their disability in determining earnings subject to the 
limit. (For example, if a person who is blind earns $1,500 per month but has $500 
in work expenses, their SGA is $1,000 — below the $1,170 limit.) Are you familiar 
with the provision? Is it being used? How many individuals who are blind take ad- 
vantage of these deductions? Is it effective? Should it be changed? 

2. Your analysis of the costs of vocational rehabilitation services compares the 
costs of blind individuals with the costs of individuals with other disabilities. Do all 
of these blind individuals meet the definition of statutory blindness used by Social 
Security? Do all of the individuals with other disabilities have impairments that are 
severe enough to qualify for Social Security disability benefits? If you compared the 
costs of only those blind individuals who qualify for Social Security with those indi- 
viduals with other disabilities who qualify for Social Security disability benefits, 
what would be the difference in these costs? 

I thank you for taking the time to answer these questions for the record and 
would appreciate your response by no later than May 19, 2000. In addition to a hard 
copy of your response, please submit your response on an IBM compatible 3.5-inch 
diskette in WordPerfect or Microsoft Word format. If you have any questions con- 
cerning this request, please feel free to contact Kim Hildred, Staff Director, Sub- 
committee on Social Security at (202) 225-9263. 

Sincerely, 


E. Clay Shaw, Jr. 

Chairman 


Honorable E. Clay Shaw, Jr. 

Chairman, Subcommittee on Social Security 
House of Representatives 
Washington, DC 20515 

Dear Congressman Shaw: 

Thank you for the opportunity to further respond to your questions regarding 
work incentives for Social Security Disability Insurance (SSDI) beneficiaries who are 
blind. 

In response to questions regarding my analysis of the costs of vocational rehabili- 
tation (VR) services: 

• Legally Blind consumers are those with “center visual acuity 20/200 or less in 
the better eye with best correction or widest diameter of visual field subtending an 
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angle of no greater than 20 degrees.” All blind individuals used in this analysis as 
reported in my March 23, 2000 testimony meet the definition of statutory blindness 
used by Social Security. 

• Although the Rehabilitation Services Administration database used in this anal- 
ysis does not include direct data indicating if VR consumers have impairments se- 
vere enough to qualify for SSDI, it does include information indicating if individuals 
received SSDI at application, at closure, or at any time during the VR process. With 
the expectation that an analysis of this specific population of SSDI beneficiaries 
would be helpful in answering your questions, I am attaching findings from this 
analysis. 

• Based on an extensive search, I have not found any research that has shown 
that costs of VR services for those who qualify for SSDI are significantly different 
from those reported in my testimony of March 23, 2000 or in the enclosed attach- 
ment. 

With respect to your other questions regarding work-related expenses: 

• Although SSDI and Supplemental Security Income (SSI) beneficiaries can de- 
duct Impairment Related Work Expenses (IRWEs) in determining earnings subject 
to SGA limits, an extensive review of the literature revealed no empirical data on 
the use of IRWE’s by blind recipients. My personal experience has been that blind 
individuals are generally unaware of work-incentive provisions, such as IRWE, the 
Trial Work Period (TWP), and the Extended Period of Eligibility (EPE). 

• Dr. John Hennessey, Office of Research and Statistics, Social Security Adminis- 
tration, has authored several publications focusing on factors (e.g., work incentives, 
job accommodations, VR, age, sex, race, and marital status) that Honorable E. Clay 
Shaw, Jr. affect the ability of SSDI recipients to sustain their work effort. In addi- 
tion, researchers at the Rehabilitation Research and Training Center (RRTC) for 
Economic Policy for People with Disabilities, Cornell University, have investigated 
earnings and program participation rates of SSI recipients. You may want to contact 
Dr. Suzanne Bruy&egrave;re, RRTC Director, at (607)255-7727 for information on 
related ongoing studies. My review indicated that neither of these sources reported 
findings on utilization of IRWE’s across disability groups. 

Please, do not hesitate to contact me it you have further questions. My telephone 
number is 662-325-2001. I can also be contacted by e-mail at 
bcavenaugh@colled.msstate.edu. 

Sincerely, 


Brenda S. Cavenaugh, Ph.D., CRC 

Research Director 


Analysis of State-Federal Vocational Rehabilitation Data 

The Rehabilitation Act of 1973, as amended, authorizes the allocation of federal 
funds on a formula basis to the states and territories for the administration and op- 
eration of a vocational rehabilitation (VR) program to assist individuals with disabil- 
ities in preparing for and engaging in gainful employment. State VR agencies pro- 
vide a wide range of services (e.g., physical restoration, counseling and ^idance, vo- 
cational training, maintenance, job referral, job placement, rehabilitation engineer- 
ing, assistive technology) to assist people with disabilities in becoming employed. VR 
program data were derived from the 1998 Rehabilitation Services Administration 
(RSA) 911 National data base. All cases exiting from the VR program from the 50 
states and the District of Columbia were used in the analysis. 

Consumers Accepted for Service and Exiting VR program after Individual- 
ized Plan for Employment Initiated (Includes both “rehabilitated” and “not re- 
habilitated” closures) 



All Consumers 

SSDI Recipients* 

Total Served 

359,913 

53,416 

Legally blind con- 



sumers 

14,732 

4,229 

Consumers with 



other disabilities 

345,181 

49,187 
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Consumers Exiting VR program “Rehabilitated” with Competitive Employ- 
ment Outcomes — includes competitive, self-employment, or state-agency-managed 
business enterprise (BE) work statuses 



All Consumers 

SSDI Recipients 

Competitive Em- 
ployment Out- 
comes 

212,082 

25,123 

Legally blind con- 
sumers 

5,201 

1,774 

Consumers with 
other disabilities 

206,881 

23,349 


Service Intensity Variables (computed for consumers with competitive employ- 
ment outcomes) 



All Consumers 

SSDI Recipients 

Mean Cost of 
Services. 

Legally blind con- 
sumers 

$8,184 

$9,052 

Consumers with 
other disabilities 

$3,486 

$4,767 

Mean Number of 
Services. 

Legally blind con- 
sumers 

6.0 

6.7 

Consumers with 
other disabilities 

4.5 

4.7 

Mean Duration of 
Services (Yrs.). 
Legally blind con- 
sumers 

4.0 

3.8 

Consumers with 
other disabilities 

3.0 

3.1 


Disability by Mean Cost of Services 



All Consumers 

SSDI Recipients 

Deaf-blind (n = 166) 
Legally blind (n = 

$8,602 

$10,179 

5,201) 

8,230 

9,076 

Orthopedic condi- 
tions (n = 44,229) 
Genitourinary sys- 

4,608 

7,212 

tern (n = 2,249) .... 
Visual impairments, 

4,557 

4,300 

not legally blind 
(n - 5,242) 

4,418 

6,970 

Neoplasms (n = 846) 
Traumatic brain in- 

4,404 

4,278 

juries (n = 3,990) 
Allergic endocrine, 

4,393 

5,877 

nutritional dis- 
eases (n = 3,557) 

4,112 

4,315 

Hearing impair- 



ments (n = 

15,458) 

3,761 

5,216 
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All Consumers 

SSDI Recipients 

Speech impairments 
(n-591) 

3,682 

5,999 

Respiratory condi- 
tions (n - 787) 

3,492 

3,264 

Diseases of the 
blood (n = 4,524) 

3,204 

3,252 

Mental and emo- 
tional conditions 
(n- 85,265) 

3,155 

3,833 

Digestive system 
conditions (n = 
3,345) 

3,111 

3,483 

Cardiac and cir- 
culatory condi- 
tions (n = 3,537) .. 

2,920 

4,043 

Nervous system dis- 
orders (n = 

23,961) 

2,688 

3,933 


References 

Cavenaugh, B. S. (2000). [Analysis of Rehabilitation Services Administration R- 
911 National Data, Fiscal Year 1998]. Unpublished raw data. 

Cavenaugh, B. S. (2000). [Analysis of National Telephone Survey on the Employ- 
ment Status of Blind Persons]. Unpublished raw data. 


Mr. James Gashel 
Director of Government Affairs 
National Federation of the Blind 
1800 Johnson Street 
Baltimore, MD 21230 


Dear Mr. Gashel: 

Thank you for testifying before our Subcommittee regarding work incentives for 
blind and disabled Social Security beneficiaries. In order to complete our hearing 
record, I would appreciate your answering the following question: 

Individuals who are disabled, including those who are blind, can actually earn 
more than the SGA limits and stay eligible for benefits. The reason is they can sub- 
tract work expenses related to their disability in determining earnings subject to the 
limit. (For example, if a person who is blind earns $1,500 per month but has $600 
in work expenses, their SGA is $1,000 — below the $1,170 limit.) Are you familiar 
with the provision? Is it being used? How many individuals who are blind take ad- 
vantage of these deductions? Is it effective? Should it be changed? 

In your testimony, you indicate that one reason to increase the SGA limit is be- 
cause of work-related expenses which make it less profitable to work. However, 
aren’t work-related expenses excluded from the SGA limit? 

I thank you for taking the time to answer this question for the record and would 
appreciate your response by no later than May 19, 2000. In addition to a hard copy 
of your response, please submit your response on an IBM compatible 3.5-inch disk- 
ette in WordPerfect or Microsoft Word format. If you have any questions concerning 
this request, please feel free to contact Kim Hildred, Staff Director, Subcommittee 
on Social Security at (202) 225-9263. 

Sincerely, 


E. Clay Shaw, Jr. 

Chairman 
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May 18, 2000 

The Honorable E. Clay Shaw, Jr., Chairman 
Subcommittee on Social Security 
Committee on Ways and Means 
United States House of Representatives 
Washington, D.C. 20515 

Dear Mr. Chairman: 

Thank you for your letter of April 26, 2000, including questions resulting from our 
recent hearing. I certainly appreciate you continuing interest in this matter as well 
as the opportunity to respond to the additional questions. 

You ask if I am aware of allowed deductions for disability-related work expenses, 
how many blind people take advantage of these deductions, and whether the law 
should be changed. To answer the last question first, I certainly think the law 
should be changed. In the rest of this letter I will explain why. 

According to the Social Security Administration, 120,000 blind persons receive dis- 
ability insurance benefits. I saw an official estimate several years ago that about 
eleven percent of beneficiaries who are blind have earnings. This means that ap- 
proximately 13,200 blind people work while continuing to receive benefits. Based on 
my experience, I would estimate that about 40 percent, or 5,300, claim impairment- 
related work expenses. 

This means that 89 percent of blind beneficiaries don’t work. Of those who do, 
the majority still don’t claim impairment-related work expenses. Therefore, this is 
not a significant work incentive. At best, it only serves to compensate a few people 
for some of their work-related costs. 

For the blind, I think there are several reasons why this deduction is not effective 
as a work incentive. Most work expenses cannot be counted. For example, the cost 
of transportation to and work does not count, since the Social Security Administra- 
tion does not consider taking the public bust to be blindness-related. Costs that may 
relate to impairments, other than blindness, don’t count if eligibility is based on 
blindness. Costs that are paid by an employer don’t count either. So, the result is 
that most work-related expenses really don’t count. 

Also, the application of this deduction is very discretionary with the Social Secu- 
rity Administration. Therefore, beneficiaries are left with considerable uncertainly 
as to whether a particular deduction will be allowed or disallowed. No process for 
reliable and consistent advance determination exists. 

Work incentives are only effective if they as seen as clearly addressing and favor- 
ably resolving perceived penalties. It is a fundamental principle that beneficiaries 
will not use what they cannot understand or do not trust. This-in addition to the 
narrow scope of the allowed deduction itself-is the primary reason why only a small 
minority of blind beneficiaries claim deduction for impairment-related work ex- 
penses. 

I believe these comments provide answers to you questions about impairment-re- 
lated work expenses, although no necessarily in the order of the questions them- 
selves. The following comments will address you final question, which is: “Aren’t 
work-related expenses excluded from the SGA limit?” The answer is “no.” Only im- 
pairment-related work work expenses are excluded. 

In one of her responses to a question during the hearing, Deputy Commissioner 
Susan Daniels said that all ordinary work expenses can be deducted from gross 
earnings for blind people. However, Dr. Daniels either misspoke or was confused. 
In either case her information was factually incorrect. This demonstrates the prob- 
lem. If officials of the Social Security Administration cannot accurately explain the 
deductions that all allowed and not allowed, how can claimants be expected to know 
where they stand? 

This is really the underlying problem which why work incentives are not used. 
They are just too complex for beneficiaries or their advocates to understand and for 
Social Security personnel to administer. As long as there are penalties to working 
and there is no certainty as to whether they will or will not be applied, beneficiaries 
will choose security over work. 

I hope this information will be useful to you in your further deliberations on this 
issue. Please not that a letter (copy attached) which I sent to you after the hearing 
provides further information to consider. Essentially this letter explains that extra 
expenses were not used to justify the higher SGA level for the blind. In view of your 
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questions, I though it might be helpful to include this explanation with this re- 
sponse. 


Very truly yours, 


James Gashel 

Director of Governmental Affairs 
NATIONAL FEDERATION OF THE BLIND 


JG/mrb 

Attachments 


March 27, 2000 

The Honorable E. Clay Shaw, Chairman 
Subcommittee on Social Security 
Committee on Ways and Means 
House of Representative 
Washington, D.C. 20515 

Dear Mr. Chairman: 

I am writing to provide additional information for the Subcommittee in light of 
testimony given at the March 23, 2000, hearing on work incentives for blind and 
disabled persons. 

(1) There appears to be an assumption that the blind SGA law enacted in 1977, 
was based anticipated higher costs resulting from blindness. This is an important 
issue. Extra costs were not the basis for the higher SGA. I know this. I was present 
when Mr. Archer first expressed the idea that the earnings exemption threshold 
should be the same for the blind as it was for seniors, and I heard every word he 
said to explain this position. 

The blind SGA law was an Archer amendment offered in conference in lieu of a 
Senate amendment which called for a complete removal of the earnings limit for the 
blind. The legislative history on this amendment consists solely of the discussion 
which occurred among the conferees who were meeting to reconcile the differences 
in the Senate- and House-passed versions of the 1977 Social Security financing bill. 

Mr Archer propounded the provision which became law when the House confesses 
refused to go along with the Senate position. He was asked directly for the rationale 
of treating blind people differently from persons with other disabilities. His expla- 
nation did not include extra costs as the basis. He relied instead on the fact that 
blindness has its own definition apart from disability. 

Mr. Archer said that determining the inability to work was not at issue in apply- 
ing the definition of blindness. As he explained it, he viewed the legal status of the 
blind as similar to reaching age-65 in that both conditions are clearly defined. He 
contrasted this with disability and explained that the inability to perform SGA was 
at the heart of the definition, unlike blindness. 

I was presented in Mr. Archer’s office in January, 1995, when the subject of blind- 
ness, disability, and the earnings limit again arose. Valerie Nixon of the Subcommit- 
tee staff was also present. When Ms Nixon presented the view that blindness and 
disability are essentially equivalent, Mr. Archer returned to the same explanation 
he gave in 1977 — that blindness is defined apart form disability, and the ability to 
work is not at issue. 

I am not suggesting that Mr. Archer currently believes in removing the earnings 
limit for the blind. Apparently he does not, even though he expressed the desire to 
do so in 1977. My point is that Mr. Archer’s reasoning for the blind SGA law had 
nothing to do with an excess cost justification. It was solely based on the view 
that — with blindness being defined — the payment or denial of benefits is really a 
pure earnings limit question. 

The GAO questions the extra cost justification, but extra costs were not the jus- 
tification. The assumption that they were seems to come from statements made by 
Senators on the floor when the amendment to remove the earnings limit for the 
blind was passed. I acknowledged that Senators may have attempted to cite extra 
costs, but their position did not prevail in the end. Mr. Archer’s position that blind- 
ness and retirement age are defined, and an identical exemption of earnings would 
be appropriate, did prevail. This is an important distinction to make in giving fur- 
ther consideration to the blind person’s earnings limit. 

(2) The GAO has failed to acknowledge that major costs relating to disability, 
such as supported employment and extra medical expenses, are often covered by 
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federal or state programs. The record should be clear on this in the interest of accu- 
racy, even though “whose costs are higher” was really not Mr. Archer’s rationale in 
the first place. 

(3) Dr. Daniels testified that expense deductions used to reduce gross earnings 
and determine SGA are different for the blind as compared to the disabled. She said 
that all reasonable work expenses can be deducted for the blind and only impair- 
ment-related work expenses can be deducted for the disabled. 

This statement is incorrect. The work expense deducted for the blind and disabled 
is identical in the Disability Insurance program. Only impairment-related work ex- 
penses (more common for disability than for blindness) can be deducted. There is 
a difference in the deduction of expenses in the SSI, title XVI program, but that 
would not be relevant to SGA evaluation under title II. 

(4) Concern was expressed that raising or eliminating the earnings limit alto- 
gether would change the nature of the Disability Insurance program. There is no 
question that the program would be changed, but the change would be essentially 
the same as removing the earnings limit at retirement age. With the removal of the 
earnings limit at age 66, the original purpose of the retirement program has now 
been changed. Before this change (and particularly before other changes made more 
gradually over the years), benefits were paid if a person actually retired-that is, 
stopped working. 

The earnings limit was called the “retirement test.” Anyone who continued to 
work beyond certain limits applied to earnings and amount of services performed 
was not “retired” and not eligible for benefits. The purpose of Social Security was 
partially to replace earnings lost due to retirement. 

The concept has been changed altogether in the current program with no earnings 
limit. Benefits are not paid to anyone who reaches retirement age, regardless of 
whether or not the person retires. The same thing could be done in the case of blind- 
ness, since blindness is already defined as an eligibility condition. It is only the 
earnings limit that prevents actual payment of cash benefits and results in a severe 
work disincentive. 

Thank you for the opportunity to present this additional information. The NFB 
is anxious to assist you on legislation to reduce the disincentive of the earnings 
limit. 


Very truly yours. 


James Gashel 

Director of Governmental Affairs 
NATIONAL FEDERATION OF THE BLIND 


April 26, 2000 

Ms. Brenda Gillis 
c/o Kristen Cox 

National Federation of the Blind 
1800 Johnson Street 
Baltimore, MD 21230 

Dear Ms. Gillis: 

Thank you for testifying before our Subcommittee regarding work incentives for 
blind and disabled Social Security beneficiaries. In order to complete our hearing 
record, I would appreciate your answering the following questions: 

1. In your opinion, what is the role and purpose of the Disability Insurance pro- 
gram? Do you believe it is successful in achieving its purpose? What changes would 
you make? 

2. Individuals who are disabled, including those who are blind, can actually earn 
more than the SGA limits and stay eligible for benefits. The reason is they can sub- 
tract work expenses related to their disability in determining earnings subject to the 
limit. (For example, if a person who is blind earns $1,500 per month but has $500 
in work expenses, their SGA is $1,000 — below the $1,170 limit.) Are you familiar 
with the provision? Is it being used? How many individuals who are blind take ad- 
vantage of these deductions? Is it effective? Should it be changed? 

I thank you for taking the time to answer these questions for the record and 
would appreciate your response by no later than May 19, 2000. In addition to a hard 
copy of your response, please submit your response on an IBM compatible 3.5-inch 
diskette in WordPerfect or Microsoft Word format. If you have any questions con- 
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cerning this request, please feel free to contact Rim Hildred, Staff Director, Sub- 
committee on Social Security at (202) 225-9263. 


Sincerely, 


E. Clay Shaw, Jr. 

Chairman 


May 17, 2000 

The Honorable E. Clay Shaw 
Committee on ways and Means 
United States House of Representatives 
Washington, DC 20515 
RE: Re: SSDI Program Inquiry 

Dear Congressman Shaw: 

In the words of Social Security’s own publication, “Understanding the Benefits,” 
the agency states, “. . .the disability is one of the most complicated of all Social Se- 
curity programs.” We can certainly agree on this point. Throughout this publication 
an SSDI recipient is instructed to request publication after publication from their 
local office for additional information. However, the “bible” for disabled persons who 
wish to work is publication 05-10095, “Working While Disabled . . . How We Can 
Help.” The best part is that it only takes several months, countless phone calls and 
four to six weeks for mailing to obtain this “additional information,” only to discover 
that if you are disabled due to blindness you require an additional booklet. These 
are the moccasins I told you about on March 23, 2000. 

You have asked in your letter for me to tell you if I understand the purpose of 
the SSDI program and if I believe it is presently meeting its intended purpose. It 
is my opinion that the ultimate purpose is to provide financial security for individ- 
uals faced with life changing circumstances who are looking for a hand up, not a 
hand out. However, because of the reasons I have outlined below I do not believe 
the program is meeting it’s intended purpose. Allow me to ask you to once again 
place yourself in my moccasins. Unlike the SSI program, SSDI is an insurance pro- 
gram for which I am eligible because I had worked in the past, paid into the system, 
and have qualified to have my contributions repaid to me in an amount determined 
by the credits earned. SSDI is not a gift of the Federal Government bestowed upon 
a disabled person because you want to help out; it is something I have earned. 

Social Security representatives at a local level have demonstrated, in my opinion, 
that they know less about this program and how it pertains to blind workers than 
do I, the lay person. As a matter of fact, when I first applied for benefits they were 
denied because SSA failed to read the entire definition of “legal blindness” and this 
oversight delayed the start of my benefits by more than three months. Furthermore, 
I feel that our panel efficiently demonstrated to the sub-committee that blindness 
in and of itself is a unique condition that is easily defined. 

When I was declared legally blind and began to receive my benefits, I was finally 
in a position where I could learn the new skills required to re-enter the workplace 
without fear of financial hardship. The first step was to obtain these new skills and 
the adaptive equipment and software that would make my “rehabilitation” possible. 
The Division of Blind Services (DBS), the Florida state agency in place to assist 
blind persons to this end, was my sole source of information and assistance. Because 
I desired to operate my own business, DBS was able to provide me with the adapt- 
ive technologies I would require to achieve this goal. Once I demonstrated that I 
was earning money, my case was closed and I was left to my own devices to become 
self-sufficient. After doing a little homework, I learned about earnings limits, report- 
ing requirements and how they would affect my benefits. One of the requirements 
is to report to SSA my earnings during the “trial work period.” At the end of the 
first month I called the local Social Security office and no one seemed to know what 
it was I was attempting to do nor did they seem to have a clue as to what form 
should be utilized. I was told they would make a note of my comments and there 
was no need for me to contact them again citing that the forms I needed would be 
sent to me in the mail. When my first year of operation had concluded and still no 
forms had arrived, I contacted Social Security again to report my work activity. 
Again I was simply told they would make a note in my file and they refused my 
offer to fax over my balance sheet and profit & loss statement for the year. This 
did not agree with what I had read in the SSA publication. Not knowing where to 
turn (if the supervisor was instructing me in this manner) I determined to follow 
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the local office’s instructions. This situation has not changed at any point during 
the past five years my business has been in operation. At this point I have assumed 
that when SSA finally gets around to reviewing my status in seven years, I will at 
that time be expected to produce my shoebox full of receipts and paperwork. There- 
fore, I look at the whole program and its requirements as being far too burdensome 
for the beneficiary. There is no systematic and easy method to report qualifying de- 
ductions, changes in income, and impairment related work expenses. 

The reality for most blind individuals is that they will be worse off financially by 
working as compared to receiving SSDI benefits. The financial loss creates a persua- 
sive work disincentive. Let’s say for the purpose of discussion that instead of operat- 
ing my own business, I had opted to go to work for ABC Distributors making 
$24,000 per year. The Division of Blind Services would provide to me the adaptive 
technology I required, supply a personal employment consultant to integrate the 
adaptive technology into my work situation and coach me on how to improve my 
productivity. The agency then closes my case and deems me rehabilitated. However, 
the time and energy that has gone into securing my employment, (paid for by the 
tax payers) it is likely that I would be worse off financially. This is true because 
the minute I earn over $1,170 per month gross I will lose all of my SSDI benefits. 
Not only do I lose my benefits, but also I now will incur additional expenses such 
as childcare and transportation specifically related to my employment. 

Furthermore, by working at ABC Distributors 100% of my income would be tax- 
able. Using a conservative tax rate of 25%, my net monthly income would be ap- 
proximately $1,500 per month. My SSDI benefits totaled $1,715 per month. As you 
can see, I would net nearly 200 dollars less by working than staying at home and 
collecting benefits. This is true without considering the negative impact that work 
related expenses would have on my net earnings (not to be confused with impair- 
ment related work expenses). Let me also add here that it was pointed out to me 
that the costs associated with medical insurance should not be part of this equation 
as Medicare would still be available for nine years after benefits are discontinued. 
What the Congressman failed to point out is that an employed individual in this 
situation would have to pay a premium for those benefits. So while they may be 
an option, there is a definite cost associated to it. To complicate things further a 
blind worker still endures lack of “job security” in the workplace. But still we are 
grateful to have our jobs. 

Now three years down the road the ABC Distributors Company decided to change 
accounting software. I come to work one day to discover that the screen reading soft- 
ware will not work with the new accounting package and a major incompatibility 
has cropped up overnight. This is not an uncommon scenario. I call the screen read- 
er software manufacturer and they send someone out to see if their product can be 
adapted to function properly. In the best case I find myself unemployed for two or 
three weeks while the problem is resolved and I have a receipt of a hefty bill for 
their “on site” services. In the worst case, a solution cannot be found and I am now 
on the unemployment line again with that hefty bill still in hand. Under this latter 
situation, I am by myself reapplying for SSDI benefits and the process would start 
over again. A vicious cycle, wouldn’t you agree? 

As to your second question about “impairment related work expenses” and wheth- 
er I believe that blind persons take advantage of them. Well, in my opinion based 
on my interpretation of the “rules” in this game, I truly believe that Ms. Daniels 
should read some of her Administration’s publications and clear things up in her 
own mind before making blanket statements like those she made on March 23, 
2000. It is my opinion that Ms. Daniels, like many of the SSA employees, do not 
fully understand the differences between the SSI and SSDI programs offered to dis- 
abled persons. While many of the expenses she referred to are “deductible” from the 
SGA under the SSI program, those same deductions do not always pass the test for 
SSDI. As I understand it, one can only deduct impairment related work expenses. 
If Mrs. Daniels does not fully understand work incentive under the SSDI program, 
you can imagine the confusion that exists among beneficiaries, like myself. For blind 
individuals, there are so few impairment related work expenses that one can legiti- 
mately deduct that they do not significantly impact one’s income. This may be a dif- 
ferent scenario for people who need full time attendant care or have other substan- 
tial costs related to work and impairment. As I mentioned above there doesn’t seem 
to be an adequate way for the SSDI recipient to report them even if they do exist. 
Do blind persons take advantage of the “work incentive,” as you like to call it? Well, 
the best answer I can give you is we sure try like hell. 

The confusing and abundant policies surrounding SSDI often result in bene- 
ficiaries fearing the system itself. Blind people know that it is not a matter of “if’ 
SSA will send a letter outlining how we can repay what they believe to be an “over- 
payment” of benefits — it’s a matter of “when” we will receive it. And, let me assure 
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you that if you opened your mailbox to find that you owe the federal government 
tens of thousands of dollars, you would carefully consider if the personal rewards 
and satisfaction you get from being employed is worth the financial risk. In fact, 
I have heard from many of my blind friends that even though they write and call 
SSA over and over to discontinue benefits, should they land a really good job, the 
checks keep coming month after month until that one day when the strong arm of 
SSA marches in to collect it all back. 

In closing, think about your many blessings. You are sighted, able bodied and 
have a good job. Your life is not filled daily with the challenges of living with blind- 
ness and the stereotypes associated with your “condition” that you would experience 
each day you ventured out into the general public. You enjoy the privilege of driving 
where and when you want. You open your mailbox and go inside to read it, tossing 
the junk out without even opening the envelope. There is no need for you to invest 
thousands of dollars and countless hours learning new skills simply to find the im- 
portant items or wait until Saturday when your neighbor has time to come over and 
read it all to you. What needs to be done with SSDI and what it will cost, I leave 
to you the expert. But I would make these two suggestions. First, create a system 
in which blind beneficiaries are not worse off financially for working. This primarily 
could be done by increasing the earnings limit to such an extent that you dem- 
onstrate a genuine effort to afford the blind community with a hand up not a hand 
out. Second, the SSDI system must be simple and easy for the lay person to under- 
stand. I ask that you stop the vicious circle of revolving through an endless stream 
of employed, unemployed, in this agency and then out to another. The blind commu- 
nity needs to have the opportunity to show the world blindness is not something 
to be feared and that it ultimately, in this day and age, has little impact on our 
ability to be productive and responsible citizens. There is far too much to do in this 
country to “Change What it Means to be Blind” and worrying about our financial 
security should not be one of the battles we must fight. I sincerely hope we can 
count on you to seek an appropriate solution and provide the blind citizens of our 
Nation a real incentive to work. 

Faithfully, 

Brenda-Ann Gillis 

Stuart, FL 34997 


April 26, 2000 

Ms. Joanne Wilson 
Director 

Louisiana Center for the Blind 
101 South Trenton St. 

Ruston, LA 71270 

Dear Ms. Wilson: 

Thank you for testifying before our Subcommittee regarding work incentives for 
blind and disabled Social Security beneficiaries. In order to complete our hearing 
record, I would appreciate your answering the following questions: 

1. Individuals who are disabled, including those who are blind, can actually earn 
more than the SGA limits and stay eligible for benefits. The reason is they can sub- 
tract work expenses related to their disability in determining earnings subject to the 
limit. (For example, if a person who is blind earns $1,500 per month but has $600 
in work expenses, their SGA is $1,000 — below the $1,170 limit.) Are you familiar 
with the provision? Is it being used? How many individuals who are blind take ad- 
vantage of these deductions? Is it effective? Should it be changed? 

2. In your testimony, you ask why should a person who is blind have to make 
the choice between work or becoming dependent on Social Security benefits. You add 
that had these individuals been given an opportunity to work, even at modest 
wages, and to keep their earnings without loss of benefits, they would be contribut- 
ing to and not drawing support from the system. Are you saying that individuals 
should be allowed to work and earn as much as they want, and still draw full bene- 
fits for a certain time limit? Or are you saying there should be no time limit, but 
individuals will choose to leave the rolls at some point? 

I thank you for taking the time to answer these questions for the record and 
would appreciate your response by no later than May 19, 2000. In addition to a hard 
copy of your response, please submit your response on an IBM compatible 3.5-inch 
diskette in WordPerfect or Microsoft Word format. If you have any questions con- 
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cerning this request, please feel free to contact Rim Hildred, Staff Director, Sub- 
committee on Social Security at (202) 225-9263. 


Sincerely, 


E. Clay Shaw, Jr. 

Chairman 


May 18, 2000 

The Honorable E. Clay Shaw, Jr. 

Chairman 

Subcommittee on Social Security 
Committee on Ways and Means 
United States House of Representatives 
Washington, D.C. 20515 


Dear Chairman Shaw: 


Thank you for your letter of April 26, 2000, concerning work efforts of blind per- 
sons in the Social Security Disability Insurance program. The information below is 
provided in response to your specific questions: 

1. You describe the policy of deducting disability-related work expenses and ask 
several questions. I am, of course, familiar with this policy. While the example you 
provide is plausible, it is far from typical for blind persons. This is because the de- 
duction is limited to “impairment-related work expenses,” excluding most costs that 
blind people will pay when they work. For example, transportation to and from work 
is often not deductible for blind persons because a specialized, disability-related 
service is not needed. 

I don’t have access to statistics. However, I doubt that this deduction is used very 
much. I say this because the “ifs,” “and’s,” and “but’s,” of the deduction are far too 
complex for most people to understand or apply. When a person could be working 
with gross earnings marginally above the SGA limit, there is usually a fear of tak- 
ing a chance. Beneficiaries have good reasons for not relying upon what someone 
in the Social Security office might tell them. Therefore, they have no way of know- 
ing whether or not a particular work-related expense deduction will be allowed or 
counted against them. For this reason the law should be changed. If deductions are 
part of the law, they should be straightforward, easy to understand, and not discre- 
tionary with the Social Security Administration. 

2. You ask if blind persons should be able to work and retain benefits under a 
time limit, or whether they will leave the rolls on their own without a time limit. 
My answer is that work should not be penalized at any point. In other words, a pol- 
icy that encourages work should not be withdrawn or time-limited. If a beneficiary 
works, the contributions made to the system are savings to the trust funds. The con- 
tinued payment of benefits for people who work has been adopted as a policy for 
seniors. Frankly, I don’t think the policy should really be any different for the blind. 
If Congress does adopt a different policy, however, it should clearly include a guar- 
antee of not losing by working. 

I hope this information helps. Please contact me if I can respond to any other 
questions. 


Sincerely, 


Joanne Wilson, Director 
Louisiana Center for the Blind, Inc. 


Chairman Shaw. This will be our final panel of the day. We have 
David Gallagher, Social Security Beneficiary, from Eastpointe, 
Michigan; William VanOoteghem, Father of Social Security Bene- 
ficiary, from Essexville, Michigan, on behalf of The Arc of the 
United States, and he is accompanied by Wendy VanOoteghem, 
who is a Social Security Beneficiary. We have Dr. Pamela Hanes, 
Associate Professor, Public Health and Preventive Medicine, Or- 
egon Health Sciences University, and Tony Young, who is Co- 
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Chair, Social Security Task Force, Consortium for Citizens with 
Disabilities. 

As with the other witnesses, we have your full statements which 
will be placed in the record, and we would invite you to proceed 
and summarize as you see fit. Mr. Gallagher. 

STATEMENT OF DAVID E. GALLAGHER, SOCIAL SECURITY 

BENEFICIARY, AND CONSULTANT, LIFE IN TIME CONSULTA- 
TION SERVICES, INC., EASTPOINTE, MICHIGAN 

Mr. Gallagher. Thank you. Mr. Chairman and Members of the 
Subcommittee, thank you for the opportunity to share my testi- 
mony. This testimony is not just about me, but it is about many 
people who are consumers of mental health services. 

I was diagnosed as having manic depressive disorder in February 
1978. I have been hospitalized over 20 times since that time. I have 
a Master’s Degree in social work from Wayne State University in 
Michigan, and I am currently working as a peer counselor at 
Northeast Drop-In Center, a place for mental health consumers to 
meet and receive services. 

I am currently on Social Security Disability Insurance and Medi- 
care, but I also pay for Blue Cross/Blue Shield Supplemental to pay 
for the things that Medicare does not pay for. The cost of mental 
illness is staggering. 

My medications alone cost over $1,000 a month for the psycho- 
tropic medications, and another $49 a month for high blood pres- 
sure medication. These costs are pretty typical for a person with 
severe mental illness. I could not work without these medications. 
In addition, I have chronic renal failure, chronic bronchitis, I have 
had lymph nodes removed from my larynx twice, I have had a his- 
tory of seizure disorder, I have had two mini-strokes, I am in need 
of extensive dental work, I have glaucoma which affects my night 
vision. 

Although I have worked from the time I was 15, because of my 
mental illness I have not been able to work continuously at full- 
time employment. In spite of my illness, I have had periods where 
I have worked years at a time, but not always at the same job. In 
between, I have been hospitalized because of my illness. My cur- 
rent job as peer counselor is my longest history of employment, but 
currently it is only part-time. However, I could work more if I knew 
my benefits would not end right away, and I could work at an in- 
come level above poverty with full health benefits. 

To be able to work full-time, I need full Blue Cross/Blue Shield 
insurance. Managed care coverage is not adequate due to the cost 
of medications and the need for mental health services both of 
which are costly and extremely limited by almost all health plans. 
Most importantly, medications are not covered by Medicare or my 
Blue Cross/Blue Shield Supplemental insurance. Another factor is 
because of our pre-existing conditions, most health insurance pro- 
viders will not extend us coverage. 

Consequently, due to the lack of parity, we are forced into contin- 
ual dependency on Disability rolls. A key point I need to stress is 
that I was taken off Social Security Disability benefits after being 
on Disability for three years because Social Security said I was 
gainfully employed. I was making just $560 a month as a direct 



73 


care staff person. This is not gainful employment for a person who 
has a thousand dollar prescription drug cost that no health plan 
pays for. Worse, because I am currently paying back Social Secu- 
rity Disability benefits because of the cost of my medication and be- 
cause of the cost of my medication I have to continue to be on So- 
cial Security Disability. I am currently paying $100 a month to So- 
cial Security Administration because they said I was overpaid back 
when I was making $560 a month. I reported my earnings to Social 
Security Administration, so I don’t know why I have an overpay- 
ment, but Social Security says I do. 

These two issues, the restrictions on my earnings that keep a 
person from earning above what they need to make in order to live 
and the fact that consumers always feel that Social Security is out 
to get them when we try to do work is enough to keep people from 
doing the best they can do. 

I do want to work, and so do many mental health consumers, but 
we are unable to work above the poverty level without losing our 
insurance benefits, then we have little choice but to stay on the 
rolls. I hope, and all consumers hope, that Congress fixes this pro- 
gram. 

Honorable Chairperson, thank you for allowing me to speak. 
Have a wonderful day. 

[The prepared statement and attachment follow:] 

Statement of David E. Gallagher, Soeial Security Beneficiary, and Consult- 
ant Life in Time Consultation Services, Inc., Eastpointe, Michigan (Social 
Security Beneficiary) 

Thank you for the opportunity to allow me to share my story. This testimony is 
not just about me, but it’s about many people who are consumers of mental health 
services. I started out my journey with mental health when I was diagnosed as hav- 
ing manic-depression in February 1978. I have been hospitalized over twenty times 
since that time. My last hospitalization was in 1996. I spent over 13 months in Clin- 
ton Valley Center, a state hospital in Michigan. I was put in Clinton Valley when 
my Blue Cross/Blue Shield ran out. My last hospitalization was due to the fact that 
I had a blood clot in my leg and I had to have a DVT. Also, I had neuroleptic malig- 
nant syndrome, which caused my liver functions to fail and my kidneys to go toxic. 
I was pronounced dead twice. I am fortunate to be alive. 

I have a family history of mental illness. My parents dealt with the suicide of my 
maternal grandfather when I was an infant. They were raised with a strong work 
ethic, they were a byproduct of an agrarian agricultural life style and then thrust 
into an industrial revolution. My father raised us as practicing Roman Catholics. 
My parents’ struggle to give their three boys the best material things in life robbed 
them of their serenity and ultimately produced a family of overachievers. Through- 
out their heartache and pain they have tried to understand and cope to the best 
of their ability. And I love them for that. 

By the time I graduated from high school, I was searching and seeking hope. My 
life had no plan. I wanted to marry my first love, but I was being prompted to “go 
to college and make something of myself.” So off I went to Michigan State Univer- 
sity with absolutely no idea what the college experience was all about. I had a 
three-hour orientation, and I was left to figure out the rest. Being alone with com- 
plete freedom, sometimes one makes bad choices. At the end of the year I was on 
social probation, academic probation, and was asked to leave the University. I left 
Michigan State University with a 1.9 grade point average. 

That summer I worked for Ford Motor Company, a lifestyle I did not enjoy, so 
I enrolled in Eastern Michigan University. Again, I had a three-hour orientation 
and was off to school. I knew that I liked money so I thought I’d take business ad- 
ministration. I joined a social fraternity and soon I was active in everything. I was 
hypermanic, enjoying the attention, the prestige. I was out of balance. By the end 
of 1977 I was like a runaway locomotive. My grade point average at Eastern 
dropped to a 2.39. My need to be important and accepted by others drove a wedge 
between my girlfriend. Other people close to me were fearful of me. 
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There were many precipitating psychosocial stressors leading to my first hos- 
pitalization, in February 1978. I lost my part-time job, my funding sources dried up, 
my finals went poorly, and my parents decided that this would be an opportune 
time to practice tough love, which is a good concept when alternate supports are 
in place. I went to unemployment, I was turned down. I went to social services, I 
was turned down. I was physically, emotionally, socially, and spiritually bankrupt. 
And, in psychosis, I collapsed emotionally 

From 1978 to 1980, I worked part-time at Kroger’s and then I worked in the field 
of collections at a bank. I struggled to get back to school. I was fortunate that in 
1980, Vocational Rehabilitations offered to sponsor me to go back to school if I could 
complete two semesters at Schoolcraft Community College, then they would re- 
evaluate the possibility of me finishing up my Bachelor’s in Business Administration 
Degree. I was doing well; I had a good support system. I felt so good that I decided, 
against medical advice, that I did not need my Lithium or other neuroleptics. With- 
in three months of discontinuation of my medication, I was hospitalized in a state 
institution for one of my longest periods ever. The years 1980 through 1985 involved 
a rapid succession of hospitalizations. I was put on Social Security Disability for ap- 
proximately three years. I worked part-time at a Clark Gas station. When I felt 
strong enough, I worked in a flower delivery business full-time. Then Social Security 
Disability was discontinued. 

In 1985 I started to play guitar at a mission in Detroit. Working with individuals 
who were homeless, I decided to be an advocate by becoming a social worker. The 
people I met that year had touched my heart. I formulated a plan, and started the 
process of getting admitted to Wayne State University School of Social Work. I filed 
for financial aid and applied for guaranteed student loans. In my personal state- 
ment to Wayne State’s University School of Social Work, I stated the reason for my 
desire to become a social worker was that I am a consumer and I wanted to help 
other consumers. I had two entrance interviews for admission to the Bachelor of So- 
cial Work program. I felt discriminated against in the verbal questions asked of me. 
I really wanted to be a social worker, so I accepted the situation and the decision 
made. I was to go through the College of Life Long Learning process of admission, 
and take the Introduction to Social Work class as well as getting a recommendation 
from the professor. I took the class and received a 4.0 grade point average and the 
instructor sponsored my entrance into the program. 

The university experience can be frustrating to the average person, let alone to 
a person who is perceived as different. I found in my personal situation that when 
I was open about my emotional recovery, many persons in academia were guarded, 
apprehensive, and at times obtrusive when it came to evaluating my ability to func- 
tion as a student. It may be noted that during 1985 to 1990, when I attended Wayne 
State University, I was completely medically stabilized; I was not hospitalized dur- 
ing that period. I did find some supportive faculty at Wayne. One professor taught 
me the prevention model of social work. His teachings were in part responsible for 
the substance abuse prevention program I later designed and implemented at Wil- 
liam Dickerson Detention Facility through People’s Community Services of Metro- 
politan Detroit. 

I graduated from Wayne State University in 1989 with a Bachelor’s Degree in So- 
cial Work, and a grade point average of 3.18. The next year in the advanced stand- 
ing program was like being in boot camp. I did not work, I lived off guaranteed stu- 
dent loans. I was totally immersed in social work, day in and day out. I knew that 
a failure at this level would devastate me. 

Graduating from the Master’s Program in 1990 was one of the highlights of my 
life. I graduated with a 3.54 grade point average. I had a new girlfriend. My family 
showed complete acceptance for the first time in my life. I was interviewing all 
around the state for jobs. I was doing consultant work. Once again, I tried being 
captain of my own ship, but I lacked humility. I concealed my feelings from my psy- 
chiatrist, because I truly enjoyed having / 1 the illusion of complete control. 

I was hired as coordinator of an assertive community treatment team at a commu- 
nity mental health agency. They were looking for someone who had control capabili- 
ties. In the interview process, I told the director I was I being treated for manic- 
depressive disorder when he asked me, “ Is there anything you want to share about 
your personal life?” He hired me anyway. Life was great; I had a good job, a com- 
pany car, good benefits. Boom, I started not sleeping! I did not tell my doctor. Eight 
business days after starting to work, I totaled out the company car. I broke my col- 
larbone and was in full-blown mania. 

While I was in the psychiatric hospital, I received notice that I was fired. After 
recovering from the broken collarbone and thirty days in the hospital, I was hired 
by another community mental health agency. The clinical supervisor was truly 
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happy to have me on staff because of my background at Sinai, which was also her 
orientation towards therapy. 

Soon after being hired, I confided in one of my coworkers that I was being treated 
for a bi-polar condition. It got back to my clinical supervisor. She called me into her 
office and told me that she had heard that I was a consumer of mental health and 
asked me if it was true. I said yes. She told me that due to the nature of my illness, 
it would be important that all the staff in our department know. She asked me to 
announce this at the next staff meeting. I told her no problem. So at the next staff 
meting, I explained the nature of my illness to approximately ten people, all profes- 
sionals. Soon there were rumors that I was not doing my job. I was called into the 
clinical supervisor’s office and told that someone had been listening in and docu- 
menting my sessions. I was never late for work, I never took time off from work, 
all my paperwork was up to date. Six weeks after being hired, I was fired without 
cause. 

I was hospitalized for depression. When I got out of the hospital, I was broke, de- 
pressed and socially isolated. No one wanted to hire me, so I went to the Clark gas 
station, handed the manager my resume, told him that I could learn his computer 
cash register system and he hired me that day. It was a very humbling experience, 
but it paid some of the bills, brought up my self-esteem and got me out of the apart- 
ment. I sent out over 200 resumes. Finally, I was hired part-time contractually at 
a private practice doing individual and family counseling. I continued to work at the 
Clark gas station. With both jobs, I was able to pay the rent, but I was having a 
difficult time paying my health insurance and medical bills. This continued for 8 
months. 

I was hired at People’s Community Services of metropolitan Detroit in 1991, to 
be a social group worker. Soon after, I became the supervisor for the Hamtramck 
programs. I was able to develop a social adjustment group at the consumer-run 
Northeast Drop-In Organization Center (NEDO). It was my pride and joy. Using the 
concepts of self-help, affirmation and empowerment from NEDO, I then developed 
the program and directed it at the detention facility. 

When I was taken off social security benefits after being on disability for three 
years it was because they said it was because I gainfully employed. At the time I 
making just $560 a month as a direct care staff person. My main need was insur- 
ance benefits. I was a melarill and lithium patient for 20 years. Fortunately, the 
community mental health system was able to help me with my benefits. 

Due to the fact that I am currently paying back social security benefits and the 
cost of medication, I have to continue to be on social security disability. I am cur- 
rently paying back social security benefits of $100 a month to SSA because they said 
I was overpaid back when I was making $560 a month. I reported my earnings so 
I don’t understand why I have an overpayment, but Social Security says I do. 

The costs faced by consumers who want to work are enormous. Medications make 
it possible for me to work, but Medicare doesn’t pay for them. So I have to pay for 
them. The cost of my current medication is as follows: Closeral is $800.00 a month, 
Depokote is $150.00 a month, Cogentine is $49.00 a month. My hypertension medi- 
cation is $49.00 a month. My blood is drawn twice a month, I see a Psychiatrist 
twice a month, a case manager every three months and a Medical Doctor every 
three months. 

I have chronic renal failure, chronic bronchitis, and I have had lymph nodes re- 
moved from my larynx twice. I have a history of a seizure disorder. I have had two 
mini-strokes. I am in need of extensive dental work. I have glaucoma that affects 
my night vision. 

I currently have Medicare and Blue Cross/Blue Shield supplemental insurances. 
Without which I could not function. I do want to work but like many consumers who 
also want to work, we are unable to secure gainful employment above the poverty 
level with insurance benefits. Another factor is because of our pre-existing condi- 
tions most insurance providers will not extend us coverage. Consequentially, due to 
the lack of parity, we are forced into continual dependency on Medicare rolls. 

My goal one day is to be an advocate for all consumers of mental health services. 
I no longer look at my illness as a debilitating situation, but rather a medical condi- 
tion. It has become the motivation and catalyst for my desire to help others to un- 
derstand themselves. I have found that by helping others, I help myself. 

Many understanding and compassionate people have helped and inspired me 
along the way. Many medical doctors and the mental health professionals have con- 
tributed to the stabilization of my condition. These professionals went beyond the 
call of duty and I am truly grateful to them for their compassion to myself and oth- 
ers. My brother, Greg, has dedicated the last twenty years to being a mental health 
professional. He has reached countless thousands, directly and indirectly. His in- 
sight into the human psyche as well as his understanding of the need for advocacy 
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has influenced the availability of least restrictive environments for consumers of 
mental health services. His faith in me gave me hope when I lacked all faith in my- 
self I love him for that; I love him for his strength and his courage. My younger 
brother, Leonard has also been an encouragement to me. His past role as a con- 
sumer advocate combined with his doctoral training in neuropsychology has given 
him a unique perspective on recovery issues. I love him and I am encouraged to see 
him work through the trials and tribulations of his own life. Above everyone else, 
I would like to thank God, who has allowed me choices in life; He does not make 
junk. I have learned that He loves us all. 

Additional Testimony of David Gallagher 

Community Mental Health Organizations, and Client Centered planning, are at 
risk due to the current policies of our HMO’s, PPO’s, and EAP’s. As an at risk agen- 
cy, CMH’s will be forced to reduce, restrict, and in some cases deny services to many 
who can not afford traditional treatment. Managed care will be devastating to many 
of the neediest clientele. Client centered planning is supposed to put the consumer 
in control of his/her treatment plan. Unfortunately client centered planning is not 
being followed in most cases. What is needed is more Consumer Advocates, espe- 
cially, professionals who are themselves mentally ill. 

As both a Consumer and a professional certified social worker I can afford the 
luxury of being an advocate no matter where I go or to whom I speak. I have 
learned to walk in other people’s moccasins and have empathy for those who suffer 
the disease called mental illness. What will be needed is psychosocial rehabilitation 
combined with self-help initiatives. We need to aid and assist consumers of mental 
health through self help alternatives, consumer initiatives counseling and education. 
Our goal is to promote a better understanding of the potential of all persons who 
suffer from the condition called mental illness. Organizations are in place such as 
Manic Depressive Depressive Association (MDDA), International Association of Psy- 
chosocial Rehabilitation Services (lAPSRS), Schizophrenics Anonymous (S.A.), and 
Michigan Supported Education Program, (MSEP). They are just a few of the many 
support ^oups available. 

The objective for the year 2002 will be to lower recidivism rates and optimize re- 
sources. The stigmatization that causes the Not In My Backyard (NIMBY) syndrome 
is going to have to be overcome. Revolving door hospitalization is going have to end. 
What we are finding is that our jails and prisons are being filled due to homeless- 
ness and valid medical needs. Misdemeanors are being committed just to get three 
squares and a cot. By the year 2002 each CMH should be required to have a Con- 
sumer run drop-in center. Utilizing the Eountain House Model, these outreaches fill 
in the gap where the CMH’s currently are lacking. It may be noted that I am affili- 
ated with North East Drop In Center (NEDO), and I also circulate with the Odyssey 
House Drop IN, and the Liberty Drop IN Center. 

While education and counseling play a major role for the struggling consumer, it 
is imperative that pharmacology not be disregarded. The newer medications like 
Closeral, Depokote and Respitol work wonders with little side effects. With proper 
medication mental illness can be arrested and treated as any other physical disabil- 
ity. With the new millennium we must empower our consumers; they are a valuable 
resource. The American work ethic is very important to all. It gives a person a sense 
of accountability. In order for Workfare to work though, a living wage and a na- 
tional insurance program will be needed. The programs will have to be innovative. 
Unlike Social Security Insurance, which is over three trillion dollars in debt, these 
programs will have to be self-sustained. Social Security was never set up to be lived 
on but to supplement ones income. 

Our greatest resource is our intelligence and ability to learn. You can give a per- 
son fisH for a day and he will eat for a day but if you teach a person how to fish 
he can eat for a life. All colleges must be cost affordable to be utilized by consumers. 
The need for tutors will be in demand for this special population. Drop In Centers 
should be on campus just as they are at Wayne County Community College and 
Henry Eord Community Colleges. Peer support groups should be available at all col- 
leges. 

By the year 2002 we will need more Occupational Therapists, Recreational Thera- 
pists, and Music Therapists. Lay people and para-professionals with shared life ex- 
periences will be in high demand. Due to the fact that many Consumers are dual 
diagnosed with substance abuse as a secondary diagnosis, self-help groups such as 
Narcotics Anonymous (N.A.) and Alcoholics Anonymous (A.A.) will be in high de- 
mand. Group therapy as well as behavior modification techniques combined with 
cognitive short-term therapy will be the standard. Because many of our consumers 
are addicted to tobacco, and the cost of 1 pack of cigarettes will probably be well 
over $5.00 a pack, the emphasis will be on prevention as well as the importance 
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of not smoking in public places due to the hazards of secondary smoke. As a former 
smoker myself I recognize how difficult it is to quit smoking, it was the hardest ad- 
diction to overcome. However, for many clients caffeine and nicotine are the only 
pleasure they have in life. 

We will be watching and waiting for continued client recipient rights as well as 
policies related to the Americans with Disabilities Act. We must become our own 
lobbyists and take responsibility for informing legislatures of our needs. It is a myth 
that consumers are not capable of being lobbyists. We have been doing this at 
NEDO and have actually been written back by President Clinton and Governor 
Engler, as well as several other elected officials. There is however an element of 
stigmatization that prevents many clients from “coming out of the closet.” We will 
need more mentors, such as MSEP provides, to be peer counselors. 

The family stresses related to being a caregiver, guardian and/or payee have to 
be addressed. Mental illness can destroy a family. Usually there is a trust broken 
in the relationship and anger inhibits the relationship. Groups like MDDA and 
lAPSRS will be imperative to support the family. With the onset of HMO’s, PPO’s, 
and EAP’s traditional treatment will not be available for family counseling. 

Finally spirituality should be addressed. With the dawn of the new century ones 
faith is important. Scriptures state that we need faith, hope, and love. We must 
never discount a client’s faith, no matter how delusional it may sound, it may be 
the only hope they have. This combined with genuine love will heal. 


Chairman Shaw. Thank you, Mr. Gallagher. Mr. VanOoteghem. 

STATEMENT OF WILLIAM R. VANOOTEGHEM, FATHER OF SO- 
CIAL SECURITY BENEFICIARY, AND WENDY VANOOTEGHEM, 
SOCIAL SECURITY BENEFICIARY, ESSEXVILLE, MICHIGAN, 
ON BEHALF OF ARC OF THE UNITED STATES 

Mr. VanOoteghem. Good afternoon, Chairman Shaw and mem- 
bers of the Subcommittee. My name is William R. VanOoteghem 
and this is my daughter, Wendy. Before I get started, I would like 
to thank the Arc, and your Committee for the work that you did 
on the work incentives bill last year. 

Wendy and I are here to talk to you about what will happen to 
Wendy if her work increases her wages over the SGA level of $700 
per month — which, by the way, is just about the poverty level for 
an individual. We are here to talk to you about SGA and what it 
means to all people with disabilities across the country. 

I have been able to observe people with disabilities for over 25 
years. I have seen them grow over the years with the desire to 
have a better life, especially in this growing economy. Last sum- 
mer, allowable monthly earnings went from the $500 level to $700 
a month. People with disabilities have more opportunities now to 
get better paying jobs as the business community now recognizes 
that they can do the same jobs as persons without disabilities. 

I have seen my daughter Wendy’s life begin to take a real posi- 
tive outlook as she did more productive work that paid her more 
money and made her look forward to every payday. The more work 
skills people with disabilities acquire, the more money they make, 
the more part of the community they become. They have more buy- 
ing power and also pay taxes, therefore, they become an asset to 
their community. 

Wendy has mental retardation, and limitations in physical move- 
ment. She functions at the third-grade level in reading, spelling 
and arithmetic. She enjoys work and is a dedicated worker on a 
production line. 
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I believe that working is important for Wendy and other people 
with disabilities, just as it is for people without disabilities. But we 
actually cause a hardship to many people with disabilities if they 
are penalized and have to lose basic supports as a result of work. 
Now Wendy and her co-workers have to worry about going over the 
$700 a month that the Social Security Administration sets for the 
SGA level per month. That means that if they make more than 
$700 per month, they will eventually give up all their cash benefits 
and will eventually lose Medicare health insurance and have to pay 
out of their own pocket to get insurance. If a person with a disabil- 
ity works 40 hours per week, at a minimum wage of $5.15 per 
hour, they will earn $824 per month. That is $124 above the cur- 
rent SGA level of $700 per month. This will cause the loss of bene- 
fits that they need to survive. 

Under the work incentives available in the SSI program, Wendy 
would have been able to earn more, but because she receives Title 
II benefits as a disabled adult child since I retired, she is limited 
by the $700 a month amount. 

For many like my daughter, their disabilities are lifelong and se- 
vere and they cannot afford to lose the basic safety net supports 
of Social Security and Medicare. That is why we are asking for the 
same financial advantage that a person who is blind gets at $1,170 
per month, with annual indexing or COLAs. In doing this, we will 
never again hold people back from being productive in the years to 
come. 

STATEMENT OF WENDY VANOOTEGHEM, SOCIAL SECURITY 
BENEFICIARY, ESSEXVILLE, MICHIGAN 

Ms. VanOoteghem. My name is Wendy VanOoteghem, I am 39 
years old. I have been working at Do-All in Bay City, Michigan, for 
13 years. Right now I am working 30 hours a week on a packaging 
line, packaging zip-loc bags and doing other specialty packaging. I 
believe I could make more than $700 a month, but I cannot afford 
to lose Social Security and Medicare. I have to make sure that I 
do not make more than $700 each month. It makes me angry. I 
want to be able to work more. 

Mr. VanOoteghem. My wife and I are in our 60s, like a lot of 
other families, and if something would happen to us, we want 
Wendy to be able to make it on her own. Yet she must depend on 
her Social Security and Medicare as a safety net, especially when 
we can no longer assist her. 

What the SGA level amounts to is a wage ceiling for people with 
severe, lifelong disabilities, a ceiling that is created in federal pol- 
icy. We need your help to bring the SGA level up to a reasonable 
amount and index it for inflation. 

Thank you for giving us this opportunity to testify here today. 

[The prepared statement follows:] 

Statement of William VanOoteghem, Father of Social Security Beneficiary, 

and Wendy VanOoteghm, Social Security Beneficiary, on hehalf of Arc of 

the United States 


A Parent’s Perspective on SGA 

My name is William R. VanOoteghem and this is my daughter Wendy. We are 
here to talk to you about what will happen to Wendy if her work increases her 
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wages over the SGA level of $700.00 per month (which, by the way, is just about 
the poverty level for an individual). We are here to talk to you about SGA and what 
it means to all people with disabilities across the country. 

I have been able to observe people with disabilities like my daughter for over 
twenty-five years. I have seen them grow over the years with the desire to have a 
better life, especially in this growing economy. Last summer, allowable monthly 
earnings went from $500.00 to $700.00. People with disabilities have more opportu- 
nities now to get better pa 3 dng jobs, as the business community now recognizes that 
they can do many of the same jobs as a person without disabilities. I have seen my 
daughter Wendy’s life begin to take a real positive outlook, as she did more produc- 
tive work that paid her more money and made her look forward to every payday. 
The more work skills people with disabilities acquire, the more money they make, 
the more part of the community they become. They have more buying power and 
also pay taxes, therefore, they become an asset to their community. 

Wendy has Down syndrome, mental retardation, and limitations in physical move- 
ment. Her reading, spelling, and arithmetic are at the third grade level. She enjoys 
work and is a dedicated worker on a production line. 

I believe that working is important for Wendy and other people with disabilities, 
just as it is for people without disabilities. But we actually cause a hardship to 
many people with disabilities if they are penalized and have to lose basic supports 
as a result of work. Now Wendy and her co-workers have to worry about going over 
the $700.00 a month that the Social Security Administration sets for the SGA level 
per month. That means that if they make more than $700.00 per month, they will 
eventually give up all their cash benefits and will eventually lose Medicare health 
insurance and have to pay out of their own pocket to get insurance. If a person with 
a disability works forty hours per week, at a minimum wage of $5.15 per hour, they 
will earn $824.00 per month. That is $124.00 above the current SGA level of 
$700.00 per month. This will cause the loss of benefits that they need to survive. 

Under the work incentives available in the SSI program, Wendy would have been 
able to earn more; but because she receives Title II benefits as a “disabled adult 
child” since I retired, she is limited by the $700. 00/month amount. 

For many, like my daughter, their disabilities are lifelong and severe and they 
cannot afford to lose the basic safety net supports of Social Security and Medicare. 
That is why we are asking for the same financial advantage that a person who is 
blind gets at $1170.00 per month, with annual indexing or COLAs (cost of living 
adjustments) for all people with disabilities. In doing this, we will never again hold 
people back from being productive in the years to come. 

Wendy’s Perspective on SGA 

My name is Wendy VanOoteghem; I am thirty-nine years old. I have been work- 
ing at Do-All in Bay City, Michigan, for thirteen years. Right now, I am working 
about thirty hours a week on a packaging line, packaging zip-loc bags and doing 
other specialty packaging. I believe I could make more that $700.00 a month, but 
I cannot afford to lose Social Security and Medicare. I have to make sure that I do 
not make more than $700.00 each month. It makes me angry. I want to be able to 
work more. 


Preparing for the Future 

My wife and I are in our sixties, like a lot of other families, and if something 
would happen to us, we want Wendy to be able to make it on her own. Yet she must 
depend on her Social Security and Medicare as a safety net, especially when we can 
no longer assist her. 

What the SGA level amounts to is a wage ceiling for people with severe, lifelong 
disabilities -a ceiling that is created in federal policy. We need your help to bring 
the SGA level up to a reasonable amount and index it for inflation. 

Thank you for giving us this opportunity to testify here today. 

The Arc of the United States is a membership organization made up of people 
with mental retardation, their families, friends, interested citizens, and profes- 
sionals in the disability field. Together they form approximately 1,000 state and 
local chapters of The Arc and the largest voluntary organization in the United 
States devoted solely to working on behalf of people with mental retardation and 
their families. The Arc works through education, research, and advocacy to improve 
the quality of life for children and adults with mental retardation and their families 
and works to prevent both the causes and effects of mental retardation. 
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Chairman. Shaw. Thank you, sir. Dr. Hanes. 

STATEMENT OF PAMELA HANES, PH.D., ASSOCIATE DIRECTOR 

FOR RESEARCH, OREGON HEALTH POLICY INSTITUTE, DE- 
PARTMENT OF PUBLIC HEALTH AND PREVENTIVE MEDI- 
CINE, OREGON HEALTH SCIENCES UNIVERSITY 

Ms. Hanes. Mr. Chairman and Members of the Subcommittee, I 
want to thank you for the invitation to present testimony at your 
hearing today. I am Research Director at the Oregon Health Policy 
Institute, and in this capacity I am currently directing an evalua- 
tion, a three-year evaluation, of a three-state work incentive initia- 
tive demonstration project that is being conducted in Oregon, Ver- 
mont and Wisconsin, and is being funded by the Robert Wood 
Johnson Foundation. This research is attempting to better under- 
stand the perceived and real barriers to employment as experi- 
enced by Social Security beneficiaries who live with a severe dis- 
ability, and to understand how these perceptions influence their re- 
turn to work efforts. 

We are confident that this research effort will illuminate the in- 
dividual structural factors that contribute to the high rates of un- 
employment and under-employment among Social Security bene- 
ficiaries. 

I am presenting to you today preliminary findings from our Em- 
ployment Barriers Survey. This survey was first developed in 1993 
and conducted with a group of severely physically disabled bene- 
ficiaries in Wisconsin, and has more recently been administered to 
Social Security beneficiaries not only in Oregon, Wisconsin and 
Vermont, but also the State of Alaska. 

The survey data reports the collective experiences, beliefs, atti- 
tudes and fears about returning to work, pursuing gainful employ- 
ment, and the potential impact of this pursuit on the preservation 
of their essential income and health insurance benefits. We have 
learned from our participants that SGA is a major basis for the 
fears that are experienced by beneficiaries. 

To focus our attention on today’s hearing, I would like to quickly 
summarize some of the findings from the Alaska survey, which has 
been more extensively analyzed than the three-state evaluation, 
and then I would like to summarize what the findings of these sur- 
veys are pointing to. 

In Alaska, of 354 individuals who returned the survey, 59 per- 
cent reported that they would like to return to work if employment 
didn’t jeopardize their eligibility for needed benefits. 

What we are hoping to learn in the three-state work incentive 
evaluation is what happens to thwart these expectations about em- 
ployment. 

This is the primary finding that we hope to learn from the par- 
ticipants of the three-state study over the next two and a half 
years. When this study is complete, the Institute will have not only 
self-reported data from individuals that has been collected at three 
points in time, but we will be linking this information to earnings, 
public program participation, cost of disability-related benefits and 
services, and health care utilization. These data will be reported on 
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approximately 600 program participants and a comparable group of 
nonparticipants. 

I mention this to tell you that it is a very unique study in the 
country in terms of our ability to understand the impact of employ- 
ment barriers on the personal lives of a cross-section of individuals 
who have severe disabilities. 

Fifty-eight percent of the survey respondents in Alaska reported 
that they had been employed prior to receiving Disability benefits. 
Only 96 of these individuals were employed at any time after col- 
lecting Disability benefits. At the time the survey was adminis- 
tered, only 39 individuals of the full 354 people were working. Of 
these 96 individuals who reported working, we had some very in- 
teresting findings about what the supports were that allowed them 
to continue to work. Support from family and friends, as we just 
heard from the presenters right before me, was a very important 
factor in individuals with severe disabilities to get and keep a job. 
In addition to that support from family and friends, having conven- 
ient and accessible transportation, and most especially and some- 
what surprising, is employer and co-workers’ attitudes toward peo- 
ple with disability was reported to be a major support in the reason 
that people were able to remain at their job. 

Finally, 70 percent of these few people who told us they had 
worked since their disability, told us that continuing to be able to 
get their SSI checks while working was a very important factor for 
getting and keeping a job. 

Now, among the majority of people who didn’t work, we had find- 
ings about what were the barriers to pursuing gainful employment, 
and I am sure this committee has heard these factors many times 
as we were hearing testimony for the Ticket to Work and Work In- 
centives Improvement Act. 

Disability and health problems was the most important factor to 
keep people out of the labor market but, after the disability itself, 
not having affordable health insurance, not being able to earn 
enough money to make up for lost benefits, not being eligible for 
Medicare and Medicaid were top vote-getters in the reasons that 
people perceive it is not in their best interest to go back to work. 

I would just like to say that it is very instructive when we looked 
at the information that came from people who had worked since 
collecting Disability benefits and those who had not, the differences 
in their perceptions of these barriers. Twice as many people were 
likely to report they couldn’t work because of their disability, if 
they had never worked. Three times were more likely to say that 
their inability to get time off for disability-related benefits was a 
major reason for not working, and six times more people were more 
likely to report that not having control over the pace and schedul- 
ing of work was a major barrier to working. 

I mention these barriers because we are learning from the re- 
search that we are doing that many of these are perceptual bar- 
riers that don’t hold up once people have successes in the work- 
place. And this is a very powerful message, I think, to those of us 
who are interested in looking at policy and system level modifica- 
tions that help get folks with severe disabilities back into the labor 
market. 
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And almost every employment barrier measure presented, indi- 
viduals who were currently working did not express major concern 
about the effect of working public benefits. It is a powerful and in- 
structive finding. 

I would like to complete my comments by just suggesting one 
thing that is particularly relevant to the hearing here today, and 
that has to do with the challenge facing — the changing face of dis- 
ability and the challenge of reshaping and modifying policy that is 
disability sensitive. 

Individuals with differing types of disabilities have very differing 
needs in terms of getting back to work. Individuals with physical 
and sensory disabilities depend heavily on adaptive equipment and 
devices, durable medical equipment and personal support. There is 
no “one size fits all” accommodation to overcome the misfit between 
individuals’ functional limitations and their work environment. 

It is incumbent on all of us to acknowledge that employment bar- 
riers are equally disempowering for all individuals who live with a 
severe disability, whether it be physical, psychiatric, sensory, or de- 
velopmental in nature. 

Structural barriers to employment, therefore, must be resolved 
based on the unique needs and differences of the different types of 
disabilities that present in the Social Security beneficiary rolls. 
Thank you, and I would be happy to answer any questions about 
the data that are contained in my written testimony. 

[The prepared statement follows:] 

Statement of Pamela Hanes, Ph.D., Associate Director for Research, Oregon 

Health Policy Institute, Department of Public Health and Preventive 

Medicine, Oregon Health Sciences University 

Chairman E. Clay Shaw, Honorable Robert Matsui, and distinguished subcommit- 
tee members, thank you for the invitation to present testimony at today’s hearing. 
My name is Dr. Pamela Hanes. I am the Associate Director for Research at the Or- 
egon Health Policy Institute (OHPI) in the Department of Public Health and Pre- 
ventive Medicine at the Oregon Health Sciences University. I am here today to dis- 
cuss early findings from an important research project currently underway at the 
Institute. This research is attempting to better understand the barriers to employ- 
ment experienced by a population of SSA beneficiaries who live with severe disabil- 
ities. Further, the research will help us learn the extent to which mitigation of these 
barriers will lead to increased rates of gainful employment among severely disabled 
workers. 

I come today with findings from an Employment Barriers Survey that has been 
administered to SSA beneficiaries in four states. These findings are unique in sev- 
eral ways. The data are derived directly from individuals who live with a severe dis- 
abling condition and represent their collective experiences, beliefs, attitudes and 
fears about returning to work, pursuing gainful employment, and the potential im- 
pact of this pursuit on the preservation of their essential income and health insur- 
ance safety net. This survey was conducted with SSA beneficiaries who live in Or- 
egon, Vermont and Wisconsin and are participating in the 3-State Work Incentive 
Initiative currently underway in these three states. In addition to the self-reported 
experiences of individuals participating in the 3-State Initiative, comparable data 
are presented from a representative sample of 1000 low-income SSDI and SSI bene- 
ficiaries on Medicaid in Alaska who were mailed in an earlier version of the Employ- 
ment Barriers Survey in 1998. 

These data are unique because they represent a true cross section of a severely 
disabled population in terms of geography and the types of disabilities experienced. 
The data include a representative sample of SSDI and SSI beneficiaries living with 
psychiatric, physical, sensory, and developmental disabilities. This information gives 
voice to over 1000 SSA beneficiaries in these four states. 

When this 3-state study is completed in 2002, we will have individually reported 
altitudinal data that is linked to the earnings, public program participation, and 
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health care utilization data of approximately 600 program participants and a com- 
parable group of non-participants. This uniquely linked data set will provide a com- 
prehensive picture of the relationship between living with a severe physical, psy- 
chiatric or developmental impairment and the structural factors in the policy and 
physical environment that both thwart and facilitate gainful employment. I look for- 
ward to a future date when I can report these very important research findings to 
the Social Security Subcommittee of Ways and Means. 

The field of disability policy research has been slowly and steadily building a body 
of evidence to support policy and systems change at the state and federal levels. 
These changes can be seen in both the re-structuring of SSA benefits and work in- 
centives as well as in the new options and protections available in the Medicare and 
Medicaid programs. AK, OR, VT, and Wl, along with several other states, have 
taken a strong leadership role in these reform efforts. The Robert Wood Johnson 
Foundation has provided generous support to the 3-State Work Incentive Initiative 
(OR, VT, and WI) currently being evaluated by OHPI. Additionally, Vermont and 
Wisconsin are among ten other states that have cooperative agreements with the 
Social Security Administration to further support the individual states’ work incen- 
tive efforts. 

The Ticket to Work and Work Incentives Improvement (TWWIIA) Act of 1999 is 
another vitally important foundation to facilitate these knowledge-building and pol- 
icy reform processes. My research team at OHPI will be closely monitoring the early 
impact of TWWIIA on the 3-State Work Incentive Demonstration programs in Or- 
egon, Vermont, and Wisconsin. 

The initial “pictures” we have taken of individuals participating in the 3-State 
Work Incentive Initiative and those taken in Alaska have produced somewhat differ- 
ing images of living with a severe disability. A primary reason for these differences 
can be explained by certain characteristics of the underlying populations sampled. 
In Alaska, a randomly selected sample of SSA beneficiaries who receive Medicaid 
was drawn from the state Medicaid files. Therefore, this sampled population rep- 
resented a particularly low-income group of individuals. Although likewise SSA 
beneficiaries in OR, VT, and WI, the survey respondents also are current or past 
clients of their states’ vocational rehabilitation agencies. Thus, this group represents 
a population of beneficiaries that has demonstrated some vocational readiness to 
enter or re-enter the labor market. 

To set the context for the reported attitudes, beliefs and fears associated with 
being gainfully employed, I have provided a brief description of educational and em- 
ployment history characteristics of the population surveyed in AK and also those 
found among participants in the 3-State Work Incentive Initiative. 

Alaska Profile 

• Almost 30% of Alaskan respondents had less than a high school education; 

• 96% reported an annual income of less than $15,000; 

• In spite of full Medicaid coverage among survey respondents, 46% reported hav- 
ing out-of-pocket medical expenses; of these, % reported spending between $50-100/ 
month on medical and health-related expenses; 

• 35% of all respondents had been on disability benefits for over 10 years; 

• 63% of all respondents reported having more than one diagnosed disability; the 
group least likely to have a second disability was those with a primary sensory dis- 
ability; 

• 58% of all survey respondents reported being employed prior to receiving dis- 
ability benefits. Of those with an employment history, the majority held non-profes- 
sional positions and had substantial work histories (53% worked over 5 years and 
32% of these over 10 years); 

• Wages from prior emplojnnent were low, in most cases near the poverty level; 

• Of the 29% of respondents who reported being employed at any time since col- 
lecting disability benefits (n=96), 41% were working at the time of the survey. 

To summarize this respondent profile, survey responders in Alaska were an ex- 
tremely disadvantaged group as noted in their pre-disability as well as post-disabil- 
ity demographic profiles. Because the sample was stratified to capture the voices of 
rural as well as urban dwellers, a disproportionately high response from the frontier 
areas of the state (49%) is reflected in the prior occupation of beneficiaries, with al- 
most one-third of formers workers in the manual laborer category prior to becoming 
a SSA beneficiary. 

Of the individuals who reported having worked since becoming eligible for SSA 
benefits: 

• 69% said that having support from family and friends was an important factor 
in getting or keeping a job; 
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• 71% reported having convenient and accessible transportation was important; 

• 76% reported that positive employer attitudes about people with disabilities was 
important; likewise 74% said co-workers attitudes were important; and 

• 70% said that continuing to get SSI checks while working was important to get- 
ting or keeping a job. 

When the group of respondents who never worked since collecting SSA benefits 
was asked about the major barriers that keep them from working: 

• 77% said their disability was a major barrier to work; 

• 51% reported not having affordable health insurance was a major barrier; 

• 57% reported not being able to earn enough money to make up for lost benefits 
as a major barrier to work; 

• 65% reported not being eligible for Medicare or Medicaid as a major barrier to 
work; 

• 61% said losing eligibility for Medicare or Medicaid as a major barrier to work; 

• 56% reported that employment would affect their ability to keep disability-relat- 
ed benefits as a major barrier to work; and 

• 52% reported employment making it harder to get disability-related benefits in 
the future as a major barrier to work. 

To summarize the major barriers to work reported by a representative sample 
SSA beneficiaries on Medicaid in Alaska, it is instructive to note the differences in 
perception of what constitutes a barrier to work between respondents who had 
worked at some time since collecting benefits and the majority of respondents who 
had not returned to work. Respondents who hadn’t worked since collecting disability 
benefits were: 

• Twice as likely to report they couldn’t work because of their disability; 

• Three times more likely to say that their inability to get time off disability-re- 
lated reasons was a major barrier to work; 

• Three times more likely to say that lack of convenient transportation was a 
major barrier to work; and 

• Almost six times more likely to report that not having control over the pace and 
scheduling of work was a major barrier to working. 

Even more dramatic are the differences in perceptions of harriers between those 
who were currently working at the time of the survey and those who had not 
worked since collecting SSA benefits. Current workers were: 

• Six times LESS likely to report that employment affecting their benefits in the 
future was a major barrier to working; 

• Six times LESS likely to report that employment affecting their ability to keep 
disability-related benefits was a major barrier to working; 

• Six times LESS likely to report that not having the ability to receive Medicare 
and Medicaid was a major barrier to working; and 

• Three times LESS likely to report that not being able to earn enough money 
to make up for lost benefits was a major barrier to working. 

• Current workers reported no major concern about negative employer or co-work- 
er attitudes as a major barrier to working. 

On almost every employment barrier measure presented, individuals who were 
currently working did not express a significant level of fear about the effect of work- 
ing on public benefits compared to those who had not worked since collecting bene- 
fits. This is a powerful and instructive finding about the support that is needed and 
the positive impact of successful employment on dispelling the fear of loss of bene- 
fits. This support will come, in part, through education about the informed use of 
existing and the new work incentive programs that are embodied in TWWIIA. It 
also will come when beneficiaries have reason to believe and trust in a solid safety 
net that exists should their disability or health worsen while attempting or engag- 
ing in gainful emplo 3 mient. 

Oregon, Vermont, Wisconsin Profiles 

The data reported today from the 3-State Work Incentive Initiative is preliminary. 
We are currently in the process of tabulating information from the baseline Employ- 
ment Barriers Survey that was administered to all individuals who are participating 
in the three states’ programs and a cohort of non-participants who are being tracked 
in the same way as program participants. The full population of program partici- 
pants has not been enrolled in the three states’ programs. Enrollment will continue 
through the end of April 2000. 

A modified version of this survey will be re-administered two more times during 
a three-year study period. I am reporting preliminary baseline data today. The data 
have been presented by type of disability to reinforce the fact that type of disability 
DOES make a difference in how individuals relate to their physical environment, 
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therefore impacting their ability to work, and subsequently affecting their belief in 
their ability to work. 

Individuals with sensory disabilities have been included the “physical disability” 
category. We estimate that approximately 10% of the individuals in this group have 
a self-reported primary or secondary sensory disability. In terms of the preliminary 
data: 44% of participants reported a physical disability, 28% a psychiatric disability, 
11% a developmental disability, and 13% reported more than one primary disability. 
% Of participants reporting ever being employed before collecting SSA benefits: 

• 84% Physical 

• 89% Psychiatric 

• 42% Developmental 

• 76% More Than One Primary Disability 

% Of participants reporting working full-time prior to collecting SSA benefits: 

• 81% Physical 

• 67% Psychiatric 

• 41% Developmental 

• 74% More Than One Primary Disability 

% Of participants reporting working more than 10 years prior to collecting SSA 
benefits: 

• 59% Physical 

• 40% Psychiatric 

• 17% Developmental 

• 53% More Than One Primary Disability 

% Of participants reporting being currently employed at the time of the survey: 

• 58% Physical 

• 50% Psychiatric 

• 35% Developmental 

• 57% More Than One Primary Disability 

% Of participants reporting working full-time at the most recent job lasting 30 
days or more: 

• 36% Physical 

• 23% Psychiatric 

• 8% Developmental 

• 27% More Than One Primary Disability 

% Of participants reporting their ability to work is limited because of their dis- 
ability: 

• 59% Physical 

• 46%% Psychiatric 

• 41% Developmental 

• 63% More Than One Primary Disability 

% Of participants reporting strong concern that working will affect their ability 
to keep their SSA cash benefits: 

• 52% Physical 

• 54% Psychiatric 

• 41% Developmental 

• 46% More Than One Primary Disability 

% Of participants reporting that unless a job offers prescription drug coverage 
they can’t afford to work: 

• 34% Physical 

• 46% Psychiatric 

• 13% Developmental 

• 42% More Than One Primary Disability 

% Of participants reporting that it would be hard to earn enough money to make 
up for lost SSA benefits: 

• 45% Physical 

• 51% Psychiatric 

• 34% Developmental 

• 40% More Than One Primary Disability 

% Of participants reporting a major concern about not being eligible for Medicare 
and Medicaid if they return to work: 

• 19% Physical 

• 29% Psychiatric 

• 16% Developmental 

• 30% More Than One Primary Disability 

From these preliminary data we can see that earnings from return to work does 
pose a significant threat to beneficiaries in terms of their fear of loss of essential 
safety net benefits. Tracking these beliefs and fears over time, and being able to link 
them to participants’ back to work efforts will provide a critical body of information 
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that is currently missing from our knowledge base. We do know that in Vermont 
when policy analysts looked at the successful closures of their SSA beneficiary cli- 
ents in 1995 there was a strong tendency to “park” earnings right under $500/month 
which, at the time, was the level of Substantial Gainful Activity (SGA). This parking 
behavior was in stark contrast to their successful closures of non-SSA bene- 
ficiaries — the non-SSA clients demonstrated a steady upward trend in earnings out 
to 18 months after closure. 

The take away messages I would like to leave with subcommittee members today 
are based on ten years of policy research in this area. 

First, the problem of un-and underemplo 3 Tnent among SSA beneficiaries living 
with a severe disability represents a complex web of personal, policy, and environ- 
mental factors, and as such, any potential policy or systems reform solutions must 
both recognize and appropriately deal with this complexity. 

Second, the severity of an individual’s disability, that is, the degree of functional 
limitation one experiences in pursuing normal activities of daily living is ultimately 
a function of an individual’s fit with his or her physical environment. Disability de- 
scribes a misfit between an individual and his physical environment. As such, much 
of what we call disability can be ameliorated through accommodation, modification 
of the built and policy environment, and changing societal attitudes from those that 
use the label of disability to those that put the focus on individuals with differing 
abilities. 

Third, the face of work disability has changed dramatically since the disability 
insurance (DI) amendments were added to the Social Security Act in 1958. In the 
late 1950s, a DI beneficiary characteristically would be described as a 50-something 
“worn out worker” -a male with a life expectancy of 60 (+/ — a few years), laboring 
in a production-oriented, heavy industrial position who exits the labor force with a 
physical disability. In the 1990s a younger worker in his 30s or 40s who is increas- 
ingly exiting from an information-based, high technology or service-based labor mar- 
ket with a severe mental disorder is more characteristic of a DI beneficiary. The 
profile of the 1990s beneficiary is supplementing, if not replacing, the earlier 
profiled disabled worker, this is especially true in the northern tier states of the 
U.S. The largest single category of disability in the DI and SSI population is mental 
disorders followed by muscular-skeletal disorders. In the past 10 years alone, the 
number of disabled beneficiaries under age 30 has more than doubled from 116,000 
to 275,000. With this growth in the younger disabled population is a projected life- 
time stay on SSI disability benefits of 25 years for recipients between the ages of 
0-17 and 16 years for those between the ages of 18-34. The primary reasons indi- 
viduals leave the SSDI rolls are death (55%), followed by reaching retirement age 
(34%), disability cessation (8%) and Other (2%). The “other” category includes return 
to work. These sobering statistics require a re-thinking and subsequent re-engineer- 
ing of the disability safety net. 

Fourth, with the changing face of disability comes the challenge of re-shaping 
and modifying policy that is disability-sensitive. Work patterns, earnings, and em- 
ployment barriers differ on the basis of the underlying disabling condition. Individ- 
uals with psychiatric disabilities are the most vulnerable to starts and stops in em- 
ployment because disability management is so heavily dependent on professional in- 
volvement and strict adherence to drug regimens that often outlive their usefulness. 
On the other hand, individuals with physical and sensory disabilities depend heavily 
on adaptive equipment and devices, durable medical equipment, and personal sup- 
port services. There is no one-size-fits-all accommodation to overcome the misfit be- 
tween an individual’s functional limitations and his or her work environment. Each 
individual’s experience of functional impairment is unique and yet we know that 
what facilitates employment for individuals with spinal cord injuries or blindness 
will not necessarily lead to gainful work activity for individuals with bipolar dis- 
order or schizophrenia. 

It is incumbent on all of us to acknowledge that employment barriers are equally 
disempowering for all individuals who live with a severe disability, whether it be 
physical, psychiatric, sensory, or developmental in nature. Structural barriers to em- 
ployment for individuals with severe disabilities are no respecter of person based 
on their particular type of disability. Policy solutions that promote access to the 
world of work therefore must be equally and equitably available to all SSA bene- 
ficiaries regardless of their underl 3 dng disability. Only when this happens will the 
full legislative intent of the ADA become realized and the potential for fuller em- 
ployment of individuals with severe disabilities embodied in the TWWIA be fully 
utilized. 
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Chairman Shaw. Thank you, Dr. Hanes. Mr. Young. 

STATEMENT OF TONY YOUNG, DIRECTOR OF GOVERNMENT 

ACTIVITIES, NISH, VIENNA, VIRGINIA, AND CO-CHAIR, SO- 
CIAL SECURITY TASK FORCE, AND VICE CHAIR, CONSOR- 
TIUM FOR CITIZENS WITH DISABILITIES 

Mr. Young. Thank you. Good afternoon. I would like to start this 
afternoon by thanking the Subcommittee and the staff for the time 
and energy that went into passing the Ticket to Work and Work 
Incentives Improvement Act. The leadership of this Subcommittee 
was crucial to ensuring this legislation became law. 

As you well know, the Social Security Disability Insurance was 
established to protect workers against the loss of income due to a 
disability that prevented them from working. When SSDI was es- 
tablished 50 years ago, it was reasonable to expect that people with 
the most severe disabilities would almost certainly never work. The 
technologies, services, supports, and medications that exist today 
would seem like science fiction to those who wrote the original 
SSDI law. 

Let me put this in some perspective. A popular comic of the 
1950s portrayed a character whose car had a telephone in it. An- 
other had a car that could display maps on a television in the dash- 
board. Today, this is no longer science fiction, this is reality. 

The reality for people with disabilities has changed also. Work, 
a job, a career, things that were not possible 50 years ago today 
can be an expectation for people with even the most severe disabil- 
ities. These expectations can be a reality when we have access to 
new technologies, new services, supports, and medications, yet we 
struggle to work under SSA rules that were created when things 
were quite different. The automobile industry has kept up with the 
times, and so, too, should disability policy. 

On many occasions CCD has testified about the difficulties posed 
by the SSDI earnings limit. The earnings limit, also know as the 
“cash cliff”, creates an all-or-nothing situation that forces bene- 
ficiaries to forego all cash benefits after only a meager level of 
earnings. This earnings limit is now $700 per month, $8400 per 
years. Earning just one dollar over this limit can cause an SSDA 
beneficiary to be determined no longer eligible for cash benefits. Of- 
tentimes, the benefit amount lost is nearly equal to the earnings 
limit, subjecting the beneficiary to a whopping 50 percent drop in 
net income. 

Further, all individuals with severe disabilities incur substantial 
costs in attempting to work. In my case, I pay over $10,000 a year 
just for personal assistance services. The wheelchair that I use to 
get around and go everyplace and go to work, cost $20,000. I spent 
another $20,000 buying a van to transport me and my wheelchair, 
and then had to spend another $15,000 to make it accessible. As- 
sistive technology, hearing aids, animal companions, medical equip- 
ment and supplies, deductibles and co-payments, communications 
devices and the maintenance of all this equipment all increase 
costs faced by individuals with severe disabilities who work. 
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As a result, far fewer beneficiaries attempt work than would 
under a more rational policy. Many never work above the earnings 
limit, even if they can. This policy creates financial costs for the 
government because beneficiaries who could work and pay taxes 
aren’t. It costs the government because people fear they can’t jump 
the cash cliff to achieve a level of earnings that allow them to live 
above poverty, so they remain on full benefits. 

It took ten years for SSA to raise the earnings limit to $700 from 
$500. It took just as long to go to $500 from $300. And those in- 
creases weren’t even enough to keep up with the low rate of infla- 
tion our economy experienced during that time. 

For more than 20 years, the disability community has advocated 
for changes in the SSDI program, particularly about the SSDI cash 
cliff. Legislative addressing the earnings limit could take many 
forms. However, certain key principles should form the foundation 
for any congressional action addressing the earnings limit. These 
principles are: (1) Do No Harm. Changes made by Congress to 
earning limit, or to the Social Security Disability programs as a 
whole, should ensure that no disability group is negatively affected. 
Whatever Congress does, it must not enact policy detrimental to 
any category of DI beneficiaries; (2) Equity. Should Congress take 
favorable action on legislation that addresses earnings limits. Con- 
gress must ensure equity among all DI beneficiaries. 

There are a variety of options available to Congress that would 
eliminate the cash cliff. We would welcome the opportunity to work 
with you and your Subcommittee staff in developing a proposal 
that eliminates the cash cliff. 

We urge Congress to finish the work begun with the enactment 
of the Ticket to Work and Work Incentives Improvement Act by re- 
moving the cash cliff barrier to work. 

Again, I thank the Subcommittee for this opportunity. I will be 
glad to answer any questions you might have. 

[The prepared statement follows:] 


Statement of Tony Young, Direetor of Government Aetivities, NISH, Vienna, 
Virginia, and Co-Chair, Social Security Task Force, and Vice Chair, Con- 
sortium for Citizens with Disahilities 

Thank you Chairman Shaw, Mr. Matsui and members of the subcommittee, for 
the opportunity to testify today on the SSDI earnings limit. I am Tony Young, the 
Director of Government Activities for NISH and Vice Chair of the Consortium for 
Citizens with Disabilities. CCD is a coalition of nearly 100 national organizations 
advocating on behalf of people with all types of physical and mental disabilities. I 
am testifying today in my role as a Co-Chair of the CCD Task Force on Social Secu- 
rity. 

Mr. Chairman, I want to begin this morning by thanking you and Mr. Matsui, 
the subcommittee, and your staff, for the hard work and commitment that went into 
passing the Ticket-to-Work and Work Incentives Improvement Act. Your leadership 
and that of the subcommittee were crucial to ensuring that legislation became law. 
We especially appreciate your decision to hold this hearing so quickly after the re- 
cent approval of H.R. 5, legislation that completely eliminates the earnings test for 
people over age 65. 

As you know, the Social Security Disability Insurance Program was established 
to protect workers against the loss of income due to a disability that prevented them 
from working. When SSDI was established some fifty years ago, it was reasonable 
to expect that people with the most severe disabilities would almost certainly never 
work. The technologies, services, and medications that exist today would seem like 
science fiction to those who wrote the SSDI law in the 1950s. Let me explain by 
putting this in some perspective. A popular comic of the 1950’s portrayed a main 
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character whose car had a phone in it, and a wristband that had a television screen. 
Another had a car that could produce maps on a television in the dashboard. 

Today, this is not science fiction, it’s reality. We have cell phones that can call 
anywhere in the world, and cars can be equipped with a map system that uses sat- 
ellites to find your location and give you directions. You can even watch your favor- 
ite 1950’s cartoon show via satellite broadcast to the on-board television. 

The reality for people with disabilities has changed too. Work, a job, a career, 
things that were not possible fifty years ago are today an expectation for people 
with even the most severe disabilities. New technologies, new services, evolving em- 
ployment supports, and better medications have made those expectations a reality. 
Yet we struggle to work under rules created when things were quite different. The 
automobile industry has kept up with the times, and so too, should disability policy. 

On many occasions in the past CCD has testified about the difficulties posed hy 
the SSDI earnings limit on the ability of people with disabilities to achieve meaning- 
ful emplo 3 Tnent before losing all cash benefits. The earnings limit, known as the 
“cash cliff’ creates an all-or-nothing situation that causes people with disabilities to 
forgo all cash benefits after only a meager amount of earnings are achieved. Cur- 
rently, the earnings limit is at $700 per month, or $8,400 per year. This amount 
is at just about the federal poverty level for a single individual. Earning just 
one dollar over this amount, can cause an SSDI beneficiary to be determined no 
longer eligible for cash benefits. Often times, the benefit amount lost is nearly equal 
to the earnings limit, thus subjecting the beneficiary to a whopping 50% marginal 
tax. 

Further, workers with disabilities incur substantial expenses in attempting to 
work. The cost of personal assistance, of a wheelchair, an accessible van or hand 
controlled car; assistive technology, hearing aids, animal companions, computers, 
communications devices and the repair and maintenance costs of the equipment all 
increase the costs faced by individuals with severe disabilities who want to work. 

As a result, far fewer beneficiaries attempt work than would under a more reason- 
able, rationale policy. Many never work above the earnings limit, even if they could. 
This policy is just plain wrong. Worse, this policy creates financial costs for the gov- 
ernment, and the SSDI program. It costs the government because people who could 
be working and pa 3 dng taxes aren’t, and people who are working might be working 
more, but aren’t. It costs the SSDI program because people fear they can’t jump the 
cash cliff to achieve a level of earnings that allow them to live above poverty, so 
they remain on full benefits. 

Further, although the earnings limit was recently raised to seven hundred dollars 
from five hundred dollars, it took ten years for the Social Security Administration 
to act on that increase. And it took just as long to raise the earnings limit to five 
hundred dollars from three hundred dollars in the mid-1980’s. These increases 
weren’t even enough to keep up with the low rate of inflation our economy has expe- 
rienced these past 15 years. 

For more than twenty years, the disability community has advocated for changes 
in the SSDI program, and particularly about the SSDI earnings cliff. Legislative ad- 
vocacy concerning the earnings limit has often taken many forms. However, certain 
key principles should form the foundation for any congressional action addressing 
the earnings limit. Those principles are: 

1) Do No Harm — Changes made by Congress to earning limit, or to the Social Se- 
curity disability programs as a whole, should ensure that no disability group is neg- 
atively affected. Whatever Congress does, it must not enact policy detrimental to 
any particular category of DI beneficiaries. 

2) Equity — Should Congress take favorable action on legislation that addresses 
earnings limits. Congress must ensure equity among all DI beneficiaries. 

There are a variety of options available to Congress that would deal with the 
“earnings cliff’ that beneficiaries face if they try to work. We would welcome the 
opportunity work with you, and subcommittee staff in developing a proposal that 
eliminates the earnings cliff. 

In this time of profound fiscal growth and economic prosperity. Congress should 
“fix” the SSDI earnings limit to allow all people with disabilities the opportunity 
to contribute to this unprecedented economic expansion. We urge Congress to finish 
the work substantially started with the enactment of the Ticket-to-Work and Work 
Incentives Improvement Act by removing the “earnings cliff’ barrier to work. 

Finally, while not directly on point regarding SGA, several issues have come to 
the attention of the CCD Social Security Task Force that we believe merit further 
attention. It is our understanding that, for a “disabled adult child,” leaving the Title 
II program as a result of earning above SGA after the EPF has expired means the 
loss of “disabled adult child” status for life. Many people do not understand that the 
benefits that the parent has earned for the disabled adult child (severely disabled 
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since childhood) are permanently lost, and there is no re-entry under SSA’s current 
interpretation. We believe that this must be fixed; otherwise, the purpose of the 
Ticket-to-Work & Work Incentives Improvement Act will be thwarted for those who 
qualify as disabled adult children. We believe that the TTWWIIA clearly con- 
templated the ability of disabled adult children to move on and off the program to 
the same extent that other people with disabilities will be allowed to do so. The stat- 
utory language establishing the eligibility category for disabled adult children was 
clearly cited in every case that eligibility for the SSDI program was cited. 

In addition, we understand that SSA’s interpretation regarding the value to be 
placed on a worker’s work effort (regarding whether it exceeds SGA or not) is dif- 
ferent for people in supported employment depending upon whether the individual 
is supported directly by an employer or whether the individual is supported by serv- 
ices from an outside source, such as a state-funded supported employment agency. 
Due to this distinction, an individual’s work effort could be found to exceed SGA 
when the support is from a third party while that same work effort could be found 
not to exceed SGA when the support is from the employer. From the perspective 
of the individual, this is an arbitrary distinction. Further, there may be additional 
complications in that the nature and scope of the support provided to the individual 
may be misunderstood when making the valuation of work effort. For instance, 
while the individual may be performing the actual task (bagging groceries, assem- 
bling a package, etc.), it may be that the individual would be unable to perform the 
task without the help of the job coach in ensuring that the individual arrives at 
work on time properly attired, that he/she interacts appropriately with customers 
and co-workers, and that he/she remains focused on the assigned job tasks, among 
other things. We believe that this is an area that also needs further examination 
if work incentives are to work as intended by TTWWIIA. 

Again, I thank the subcommittee for this opportunity to testify. I will be glad to 
answer any questions you may have. 

Tony Young 

NISH 

Director of Governmental Activities 


Chairman Shaw. Thank you. Mr. Matsui 

Mr. Matsui. Thank you, Mr. Chairman. I want to thank all five 
of the panelists for their testimony today. I just have one series of 
questions of Dr. Hanes. 

Dr. Hanes, it is my understanding that in your written testimony 
you talk about the profile of a disabled individual when the pro- 
gram was first established, and then you have a profile today of 
that same disabled individual. The original profile was somebody 
who was in the workforce for years and became disabled perhaps 
at the age of 50 or thereabouts, and then received some benefits. 
Today’s disabled individual is somebody that perhaps has mental 
problems, emotional problems, is much younger. Is that a correct 
representation of your findings? 

Dr. Hanes. Yes. I would like to just clarify that. If you look at 
the prevalence of disability across the country, there is a very in- 
teresting difference between the prevalence of mental disorders as 
the primary disabling condition in both the SSI and the DI bene- 
ficiary population. It appears to be much more linked to the kind 
of industrial base that workers are coming from. 

We still see a lot of the musculoskeletal, the bodies that are 
breaking down under manual labor in the southern areas of the 
country, and it is very interesting, and it is an area that I think 
merits further research. But I do think it is correct to say that the 
face of disability has changed since the Disability Insurance pro- 
gram was first enacted, and the most single prevalent category of 
disability is mental impairment, mental condition. 
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Mr. Matsui. And I guess the conclusion I am reaching from your 
findings there is that the earnings limit years ago is probably in 
need of significant adjustment for the nonblind disabled today be- 
cause they are younger and they still have a lot of work years left, 
perhaps unlike those that were defined as disabled 30 years ago, 
is that correct? 

Dr. Hanes. I think that is an appropriate conclusion to make, 
and some of the data that have actually been analyzed by Social 
Security Office of Statistics and Evaluation have projected the life- 
time of benefits for this younger disabled population, and it is very 
true that the younger — obviously, the younger someone goes on the 
Disability rolls, the longer the projection is that individual will be 
on the rolls. 

The other piece of my testimony that is written, that I would like 
to reinforce with you, is the primary reason for leaving Disability 
Insurance is death. Fifty-five percent of the people exit the pro- 
gram because of death. The next largest category, I believe around 
35 percent, is retiring or moving from Disability Insurance to re- 
tirement benefits. And I think there is fairly persuasive evidence 
that less than 1 percent of people leave the Disability rolls perma- 
nently because of employment, and the impact of a younger dis- 
abled population it doesn’t take heavy mathematics to understand 
the impact on the trust fund, in particular, of having people on the 
Disability rolls for much longer periods of time. 

Mr. Matsui. Well, I want to thank you and the other four panel- 
ists as well for their testimony. Thank you. 

Chairman Shaw. Mr. McCrery. 

Mr. McCrery. I am sorry I missed the first two witnesses’ testi- 
mony. Mr. VanOoteghem, could you expound a little on the work- 
related expenses associated with your daughter’s work? 

Mr. VanOoteghem. Right now, she rides the bus to work, they 
supply it, and she pays for the fare which is $2.87 per trip. She 
doesn’t really have any other expenses. We don’t claim any other 
expenses for her. 

Mr. McCrery. How about Mr. Young? 

Mr. Young. Yes, I would be happy to talk about my expenses. 

Mr. McCrery. Well, the work-related expenses that would be de- 
ductible from your income for purposes of staying under the limit. 

Mr. Young. Under impairment-related work expenses for 
nonblind people, it has to be an expense that is incurred at work. 
The majority of the expenses aren’t incurred at work, it is getting 
ready for work and getting to and from work. The personal assist- 
ance that I use to get dressed in the morning, people that need 
cuing and supervision to get ready, the transportation to and from. 
If you have an employer, especially one of the nonprofit employers, 
that provides transportation for you, it is not a problem. If you 
don’t, then you are stuck with a huge bill every month trying just 
to get to and from work. 

Under the ADA, the employer can provide reasonable accom- 
modations that takes care of some of the work expenses, and the 
other things are deductible. But by that time, you have already in- 
curred 75 percent of the work-related expenses that you are going 
to get to in a situation. 

Mr. McCrery. But those expenses you cannot deduct from — 
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Mr. Young. Those we cannot deduct, not from earnings to bring 
it down below $700, nor are they available for deduction on Sched- 
ule A of the 1040 Form. 

Mr. McCrery. If you were here earlier today when we had other 
panels, there was a lot of discussion about the difference in the 
earnings limit for the blind disabled and the nonblind disabled. 
Would any of you like to comment on that? Do you agree or dis- 
agree that there is a rationale for the disparity? 

Mr. Young. I would certainly like to say that there is no ration- 
ale that I can think of for treating one disability group differently 
from another disability group int he types of expenses that we 
incur. The level of expense is much more related to the severity of 
disability and, frankly, the geographic location in which one lives 
than it is to whether you are of one type of disability or another. 
I can cite any number of examples of people with various kinds of 
disabilities that are going to have huge costs — a person with very 
high technological needs, no matter what type of disability, is going 
to have huge costs. A person on DI who is going to be much more 
severely disabled is going to have higher costs than a person not 
on DI, whether they are served by the VR program or not. Persons 
who are not on DI are not going to be that disabled and are not 
going to have the kind of work-related costs that somebody who is 
on DI who, by definition, is more severely disabled will have. 

Mr. McCrery. Anybody else? Yes? 

Mr. VanOoteghem. We watched in 1977 when people who are 
blind received the retiree’s earning limits. We didn’t say much then 
and there was no change until 1990 when the SGA level was raised 
to $500 per month. I know our folks had to fight to make this hap- 
pen. In 1999, SGA went to $700, but with the raises in minimum 
wage within the next three years, that is going to out of our league 
again. We need some help, and we need indexing for future in- 
creases in the SGA level. Even if it is not retroactive, we need to 
be brought up to what people who are blind have for their SGA 
level. 

Dr. Hanes. I would like to comment just for a moment on that. 

Mr. McCrery. If you don’t mind, comment on that, and also com- 
ment on the cliff situation, would it be more helpful for us to 
smooth out the cliff, or more helpful to just raise the earnings limit 
and still have a cliff. 

Dr. Hanes. Well, I wanted to comment on the cost because some 
of the previous testimony talked about the cost in the Vocational 
Rehabilitation Program, for example, and I think it is very impor- 
tant that we consider the total cost of living with a severe disabil- 
ity. And when we think about the total cost and the costs that are 
incurred to the individual, and also the costs that are incurred in 
the Medicaid program — for example, I can speak with some knowl- 
edge about people with psychiatric disabilities are incurring tre- 
mendous costs through prescription drugs and intensive case man- 
agement and psychotherapy. 

When you look at costs across type of disability, I think it is very 
easy to make a persuasive argument how all people with severe 
disabilities incur a tremendous amount of cost, both personal and 
to the system, in order to be able to be job ready. 
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And so, although I would not make a statement that one type of 
disability is more deserving than the other, I think that it is in- 
cumbent on all of us to factor in the total cost of living with a dis- 
ability. 

And in terms of the cliff, I think anything to mitigate the cliff 
is going to get people back to work. In my own research — and now 
I have heard from probably 1700 people across the country — the 
fear factor that someone spoke about earlier is so strong that until 
you can deal with that fear in ways that people trust, that they 
know there is a safety net there that they can trust, I don’t think 
we are going to see large numbers of people going back to work no 
matter how you deal with SGA. 

Mr. McCrery. Thank you. Anybody else? 

Mr. Gallagher. I was director of a program for five years, earn- 
ing over $35,000 a year with full Blue Cross, and when I had my 
last esposode due to neuroleptic malignant syndrome, I had a ven- 
tricular drillout, which means I had a blood clot, I had to change 
my medications to Closeral and Depokote. These medications, while 
the technology is new, are veiy expensive. It is close to $1,000 a 
month, which I don’t have the insurance to pay for. Blood is drawn 
when you first start out, you get your blood drawn every day, then 
it is every week, and after three years now I have been taking it, 
it is every two weeks. The cost factor of the medications alone, the 
factors of going back to seeing the psychiatrist, your medical doc- 
tor, and all the medical problems that come because of the medica- 
tions, it is keeping me on Disability. It makes no sense at all. I am 
capable of working. I do want to work. It is just it is very frustrat- 
ing. Right now, I owe the Social Security Administration I don’t 
know how many thousand dollars. My dad is my payee. I am 42 
years old, and I have a Master’s Degree. I have been successful 
over the last ten years. I don’t know. I don’t have the answers, that 
is why I am here today, because I am looking for you all to help 
find the answer. I don’t know what the answer is. I do know that 
I am sure you will figure it out. 

Mr. Young. If I might, just briefly, obviously, I think we need 
to take care of this earnings cash cliff because it is a huge barrier. 
But the SGA level, because it is the first determiner of disability, 
work disability, if you don’t index it to wage inflation, every year 
the wages go up, the definition of disability changes for the worse 
for people. It is like nonlegislative clamping down on the definition 
because it just keeps crashing down on people. And if it goes ten 
years, then you have got a substantial change in the definition. 

So, I would very much urge you guys to look at the possibility 
of indexing that SGA. 

Chairman Shaw. Mr. Gallagher, I am interested. You said that 
you earned more. How far over the limit does the Social Security 
Administration claim you went? 

Mr. Gallagher. I don’t know. This is back when I was the direct 
care staff. I was three years on Disability back in the 1980s, and 
I was earning over $560 a month at the time. My dad has been 
taking care of my finances, and my dad and I are not on the the 
best of relationship we have a business relationship, we don’t have 
a very emotional relationship. I do not know the financial param- 
eters. I do know that he is paying back out of my Social Security 
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check $100 a month back to SSA because of the overpayment. I do 
know that much. 

Chairman Shaw. As I understand the law you may have just 
stepped over the line slightly and now are incurring a huge debt. 

Mr. Gallagher. That was back in the 1980s, I believe it was. 
Correct. 

Chairman Shaw. Who is your congressman? 

Mr. Gallagher. I am from Detroit, Michigan area. 

Chairman Shaw. That could be any number of people. You might 
want to contact their office and ask them to take a look at it for 
you. If you don’t know the figures, you are certainly entitled to 
know them. 

Mr. Gallagher. The problem is, my dad is so private about 
things. He is paranoid that I am going to lose all my benefits, so 
he doesn’t disclose anything to me about my finances. I live in his 
house. I pay him $400 rent. It is a $150,000 house. I could not live 
there without the support you know, it is just very frustrating. I 
don’t have the answers. I am estranged with my father. He is my 
payee, but I do work part-time currently. 

Chairman Shaw. Well, this hearing is held for a definite purpose, 
it is not just to allow people to vent their anger. I know Wendy told 
us that she was very angry, and I think that certainly adds to the 
intensity of the testimony that we have gotten today, and I think 
it has been very open and forthright, and I think all the witnesses 
have been great. 

We are taking a look at the figures and what we can do, and we 
recognize the problem. I think the abruptness of the cutoff is very 
troublesome to me. Mr. Matsui and I — you wonder sometimes, 
when we start whispering to each other up here, what we are talk- 
ing about — we weren’t talking about the ballgame, we were talking 
about the subject at hand and what we might be able to do. 

Mr. McCrery has talked about putting up some type of gradual 
tapering of benefits after you reach the limit. I am very troubled 
by your situation, Mr. Gallagher, where you stepped over the line 
and now you have got all hell to pay for it. That is a big problem, 
and the law should not be that way and we need to take a close 
look at it. On the other hand, we also have to be careful that these 
programs don’t get out of hand and that we are concerned about 
the solvency of the system, and that is something we have to con- 
stantly work on. And we are not going to stop with this hearing, 
we are going to continue to work and see what we can do to change 
things. 

I want to thank this panel and all the panels and the people who 
stayed with us all afternoon. Thank you very much for being here, 
and this hearing is adjourned. 

[Questions submitted by Chairman Shaw to Mr. Gallagher, Dr. 
Hanes, Mr. VanOoteghem, and Mr. Young, and their respective an- 
swers, follow:] 
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Mr. David Gallagher 
do Paul Seifert 

International Association of Psychosocial 
Rehabilitation Services 
10025 Governor Warfield Parkway, #301 
Columbia, MD. 21044-3357 


Dear Mr. Gallagher: 

Thank you for testifying before our Subcommittee regarding work incentives for 
blind and disabled Social Security beneficiaries. In order to complete our hearing 
record, I would appreciate your answering the following questions: 

1. Individuals with disabilities can actually earn more than the SGA limits and 
stay eligible for benefits. The reason is they can subtract work expenses related to 
their disability in determining earnings subject to the limit. (For example, if an indi- 
vidual who is disabled earns $900 per month but has $300 in work expenses, their 
SGA is $600 -below the $700 limit.) Are you familiar with the provision? Is it being 
used? How many individuals with disabilities take advantage of these deductions? 
Is it effective? Should it be changed? 

2. Does working help your medical condition? Would you work more if you weren’t 
afraid of losing your disability benefits? 

I thank you for taking the time to answer these questions for the record and 
would appreciate your response by no later than May 19, 2000. In addition to a hard 
copy of your response, please submit your response on an IBM compatible 3.5-inch 
diskette in WordPerfect or Microsoft Word format. If you have any questions con- 
cerning this request, please feel free to contact Kim Hildred, Staff Director, Sub- 
committee on Social Security at (202) 225-9263. 


Sincerely, 


E. Clay Shaw, Jr. 

Chairman 


May 19, 2000 

The Honorable Clay Shaw 

Chairman, House Social Security Subcommittee 

B-316 Rayburn House Office Bldg. 

Washington, DC 20515 

Attn: Kim Hildred, Staff Director 

Dear Mr. Chairman, 

Thank you for the opportunity to address questions regarding Impairment Related 
Work Expenses (IRWEs) and other work-related issues. First, I want to thank you 
for holding the March 23rd hearing on the Substantial Gainful Activity level in the 
Social Security Disability program. For too long beneficiaries have struggled against 
the unfair SGA limit placed on their ability earn. I hope that the hearing, and these 
answers, will help the Subcommittee develop a response to the concerns expressed 
on March 23rd. 

I am aware of the IRWE provision but have never used it. Further, although I 
have been on and off benefits I have never been informed by Social Security about 
how the provision could benefit me. I hope that the Work Incentive Planners that 
are a part of the Ticket-to-Work & Work Incentives Improvement Act will change 
this all beneficiaries. 

Also, as you know I have a Master’s of Social Work and conduct group self-help 
counseling sessions for mental health consumers at my program in Michigan. All 
the people in my groups have severe mental illnesses, and many work, yet none had 
heard of the IRWE benefit. Further, no other consumers I have talked with seem 
to be aware of this benefit. I should qualify this statement by saying that many 
beneficiaries do not fully grasp the complicated work incentives in SSDI and SSI. 
So the fact that everyone I talked with didn’t know what an Impairment Related 
Work Expense deduction was or if they used it does not mean that a case manager 
or other counselor didn’t utilize the deduction on their behalf. 

The IRWE could benefit some SSDI beneficiaries, but overall it is a limited an- 
swer to a bigger problem, namely the SSDI SGA earnings limit/cash cliff. The IWRE 
is limited in several ways. First, the beneficiary has to incur the expense in the first 
place, and pay for it out of pocket. Second, to be effective the amount of the IRWE 
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has to equal or surpass the amount of income above SGA. If not, then the IRWE 
doesn’t protect you. Third, once you use an IRWE, you have to keep it to remain 
on benefits. For example, if the costs of medications are paid for out of pocket then 
they can be used as an IRWE. (The amount spent on medications, which inciden- 
tally might be more than the benefit, can’t be used for other necessities). If a person 
changes jobs and the employer’s health plan pays for part of the medications, they 
might lose enough of the IWRE to lose benefits without earning enough to cover the 
non-reimbursed cost of the medications. 

Here’s how loss of an IWRE could affect a beneficiary: 

If the beneficiary’s DI check is $500 and they earn $1,300, they need over $600 
in IRWEs to keep $500 of benefits, (i.e. $500 in benefits and $700 in earnings after 
the IRWE ($1,300 -$600) for a total income of $1,200). Now that works out better 
than losing one’s benefit AND having to pay for the medications. However, if the 
employer’s health plan picks up $300 of the medication cost, the beneficiary loses 
$500 in benefits and still must pay the $300 co-pay for the medications (MH parity 
notwithstanding, 50% co-pays are NOT unusual for mental illness), plus the other 
costs of the plan. The beneficiary earns $1,300 but loses all the DI benefit because 
the IRWE is too low ($300). They also pay the $300 in co-pay for the medications, 
and now has only $1,000. Now, I suppose the person could refuse the healthcare, 
but how wise is that? 

Also, not every one with a disability has impairment related work expenses or has 
enough expenses to keep from losing all their benefits. Because of this, the IRWE 
program is at best a selective solution to the cash cliff problem. I believe that the 
IRWE program working in conjunction with sliding-scale cash offset in the SSDI 
program would better address the cash cliff and more fairly benefit ALL working 
SSDI benefits rather than just a lucky few. 

Finally, in response to the second set of questions, there is much research that 
proves that work does help a person cope better with their mental illness. Work 
can’t be called “treatment” nor does it have a direct medical impact on mental ill- 
ness in terms “curing” the medical condition (at least not that any research has 
proved). However, by adding a strong sense of self-worth and providing an oppor- 
tunity at independence and self-reliance, work does improve the lives, outlook, and 
overall psychosocial/life condition of people with mental illness. In this respect, work 
can be extremely beneficial for consumers and it has been for me. 

As for working more, if the SSDI program was geared to encouraging more work 
I could work more. The cash cliff is tremendously discouraging and consumers are 
acutely aware of it and avoid it at any cost. Almost every consumer I talked to about 
IRWEs mentioned the cash cliff as being a problem. Even if earnings don’t approach 
the cliff people fear that some unforeseen circumstance, like an increase in the mini- 
mum wage or a bonus, might push them over the cliff. This keeps people from doing 
the best they can. 

In closing, I urge you Mr. Chairman and the Congress to eliminate the cash cliff. 
Again, thank you for the opportunity to testify and to respond further to your ques- 
tions. 


Sincerely, 


David Gallagher, MSW 

Eastpointe, MI 48021 


April 26, 2000 

Pamela P. Hanes, Ph.D. 

Oregon Health Sciences University 
3181 Southwest Sam Jackson Park Road 
Portland, OR 97201 

Dear Dr. Hanes: 

Thank you for testifying before our Subcommittee regarding work incentives for 
blind and disabled Social Security beneficiaries New Roman. In order to complete 
our hearing record, I would appreciate your answering the following questions: 

1. Your testimony indicates that the face of disability has changed dramatically 
since 1958. The largest single category of disability in the DI and SSI population 
is mental disorders followed by muscular-skeletal disorders. Each individual’s expe- 
rience of functional impairment is unique and what may facilitate gainful work ac- 
tivity for individuals with one disability may not necessarily lead to gainful work 
activity for an individual with another disability. You indicate that we should re- 
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think and subsequently re-engineer the disability safety net. In addition, you refer 
to employment and structural barriers that need to be overcome. To accomplish 
what you suggest, what factors should we be focusing on? 

2. Individuals with disabilities can actually earn more than the SGA limits and 
stay eligible for benefits. The reason is they can subtract work expenses related to 
their disability in determining earnings subject to the limit. (For example, if an indi- 
vidual who is disabled earns $900 per month but has $300 in work expenses, their 
SGA is $600 — below the $700 limit.) Are you familiar with the provision? Is it being 
used? How many individuals with disabilities take advantage of these deductions? 
Is it effective? Should it be changed? 

3. In your research about barriers to work, did you find that barriers to work dif- 
fer considerably depending on the type of impairment an individual has? Did you 
find that individuals who are blind faced greater barriers than those who are not 
blind? 

I thank you for taking the time to answer these questions for the record and 
would appreciate your response by no later than May 19, 2000. New Roman In addi- 
tion to a hard copy of your response, please submit your response on an IBM com- 
patible 3.5-inch diskette in WordPerfect or Microsoft Word format. New Roman If 
you have any questions concerning this request, please feel free to contact Rim 
Hildred, Staff Director, Subcommittee on Social Security at (202) 226-9263. 

Sincerely, 


E. Clay Shaw, Jr. 

Chairman 


May 16, 2000 

E. Clay Shaw, Jr. 

Chairman 

Subcommittee on Social Security 
Committee on Ways and Means 
U.S. House of Representatives 
Washington, D.C. 20515 

Dear Chairman Shaw: 

Thank you for allowing me to present further information on work incentives and 
disincentives for blind and disabled beneficiaries for your hearing record. As I stated 
during my oral testimony, the Oregon Health Policy Institute is currently engaged 
in a very unique research project that will, when completed, provide a comprehen- 
sive picture of the dynamic relationship between disability, health, public benefits, 
employment, and overall quality of life. Part of the uniqueness of this research effort 
is that the detailed picture presented in our evaluation findings will focus on the 
social and economic experience of living with a disability based on whether an indi- 
vidual’s primary disabling condition is physical, developmental, sensory, or psy- 
chiatric. 

At this time I will respond to each of the three questions you presented in your 
April 26, 2000 letter. 

1. What factors should the subcommittee focus on in re-thinking and sub- 
sequently re-engineering the disability safety net? 

I suggest that a primary focus should be on understanding the differing experi- 
ence of disability that derives from whether an individual lives with a physical, cog- 
nitive, mental, or multiple impairments. For too long disability policy has assumed 
a homogeneous population, that is, that all functional limitation on a continuum 
from major to minor, and regardless of the underlying condition, produces the same 
outcome -disability. Disability research has suffered from the same myopic view, we 
study the health status of people with disabilities or the employment status of peo- 
ple with disabilities and have engaged in very few, if any, disability studies of em- 
ployment behavior that control for type of disability and its effect on individuals’ 
employment patterns and earnings histories. 

Although our current understanding of cross disability employment dynamics is 
still quite limited, we can learn from what is known about the employment patterns, 
health status, and emplo 3 mient-related support needs within particular disability 
groups. 
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I suggest that a major disability-specific focus to be considered in re-engineering 
the safety net ought to concern the issues surrounding reasonable accommodation, 
assistive technology and devices, and the supportive services necessary to return to 
work or increase earnings to a level of economic self-sufficiency. 

To illustrate this point, there have been significant advances in the development 
of assistive technology and devices that allow individuals with quadriplegia to drive 
their own vehicles, manage computer websites, become professional artists and 
craftspeople — in each case, a technological breakthrough or device has been so de- 
signed as to overcome historic misfits between person and environment. For individ- 
uals with sensory impairments the technological advances are different but equally 
impressive, for example the growing availability and uses of service dogs, large print 
books and publications, advances in telecommunications and electronic media ac- 
cess, and the increasing numbers of individuals trained in American Sign Language, 
these technologies and adaptive devices have served to mitigate many of the bar- 
riers that previously prevented individuals with sensory impairments from full inte- 
gration into community affairs and the world of work. 

Among the most challenging and intractable problem areas in terms of accommo- 
dation and assistance are those faced by individuals with severe psychiatric disabil- 
ities. The primary work and community integration support available to these indi- 
viduals comes in the form of pharmacological assistance. Because mental disabilities 
are largely invisible when the symptoms are controlled, the true costs associated 
with drug therapies at the personal and societal level are not widely known or un- 
derstood. Just as the gentleman who testified at your hearing reported, the drugs 
that are necessary to stabilize acute psychiatric symptoms are often toxic to the 
user, producing potentially life-threatening side effects that exacerbate rather than 
ameliorate the misfit between individual and environment. Another important com- 
ponent of the support needed by individuals with psychiatric disabilities is on-going 
and intensive clinical case management that relies on professional assistance as op- 
posed to technological devices or equipment. 

It is important to recognize that costs incurred in getting individuals with severe 
disabilities into competitive employment are borne throughout a large number of 
federal, state, and private agencies and organizations and therefore cost compari- 
sons between disabilities groups must be made with extreme caution. For example, 
a large portion of the costs associated with supporting individuals with psychiatric 
disabilities in their return to work efforts is borne through the Medicaid program. 
Vocational rehabilitation services have historically underserved individuals with 
psychiatric disabilities so a cost comparison across disability types in this program 
is not appropriate; particularly when the underlying assumption is that costs associ- 
ated with vocational rehabilitation service agencies are the sole input in the voca- 
tional rehabilitation process. 

Another critical dimension of a disability-specific focus is sensitivity to the impact 
that the underlying disabling condition has on overall work effort, particularly from 
a longitudinal perspective. For many individuals with physical disabilities once the 
needed technology has been employed, there is a high likelihood of stability in the 
work environment. The caveat to this statement is of course the effect that the un- 
derlying disabling condition can have on compromising the health status of individ- 
uals with physical disabilities. Many physical disabilities derive from a chronic 
health condition that manifests itself in progressive loss of function, acute medical 
episodes, chronic pain, and physical deterioration. Individuals with multiple sclero- 
sis, HIV/AIDS, Parkinson’s Disease, all will experience setbacks in their work effort 
that are directly related to their disabling condition. The same is true among indi- 
viduals with severe psychiatric disorders whose medications cease to be effect or 
worse yet, become toxic. 

The primary point I want to make about a disability-sensitive focus is to encour- 
age subcommittee members to look beyond the label ’disability’ and instead to focus 
on the personal dynamics of living with a severe disability, recognizing that these 
dynamics manifest themselves differently based on the type of disabling condition 
and the anticipated course of the disease or chronic condition. 

Reengineering the disability safety net requires an acknowledgement of the pre- 
dictable nature of disability -disability does not go away over time, nor does it dis- 
appear because of earnings in excess of some fixed, albeit, arbitrary dollar figure. 
It is important to remember that without accommodations, technological advances, 
and changing societal attitudes, competitive employment among individuals with se- 
vere disabilities would be an unrealistic and unattainable policy goal. 

I suggest that the policy goal of the disability safety net should be to maximize 
the number and types of opportunities available to individuals with severe disabil- 
ities who want to work and to allow them to pursue competitive employment at 
whatever level is reasonably possible in terms of hours worked and monthly earn- 
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ings. We know from a growing body of survey research conducted at the Oregon 
Health Policy Institute that the vast majority of individuals with significant disabil- 
ities want to be employed, want to have meaningful life rolls, and strongly believe 
that work is a primary way to give something important back to their community. 
The fear that gets played out in high rates of unemployment in this population is 
quite understandable when the choice is between living entirely on poverty level or 
near poverty cash assistance with health insurance or the possible permanent loss 
of a cash assistance and health care safety net when the possibility of failure in the 
workplace looms largely. 

2. Are you familiar with existing Soeial Security work incentives and how 
widely are they being used? 

Yes, I am familiar with the impairment-related work incentive (IRWE) program 
as well as the 1619 (a) and (b) Work Incentive provisions and the Plan to Achieve 
Self-Sufficiency (PASS) program. The best source for tracking the impact of these 
work incentive programs on the work efforts of Social Security beneficiaries is the 
Quarterly Report on SSI Disabled Workers and Work Ineentive Provisions issued by 
the Social Security Administration and available on their website. The short answer 
to your question is that, with the exception of 1619, these work incentive programs 
are largely unutilized. A snapshot from the March 1999 report reveals: 

• Only 6% of the total SSI caseload were working during the first quarter of 1999 

• 72% of SSI disabled workers had earned income below $500/month; 30% earned 
$65 or less 

• In general, the percentage of SSI disabled workers was higher in the Northern 
states than in the Southern states 

• The greatest use of a work incentive provision was 1619 —30% of disabled 
workers used this provision 

• 3% of SSI disabled workers used the IRWE provision 

• 1% of blind disabled workers used the Blind Work Expense (BWE) 

• .3% of disabled workers used the PASS program 

My opinion about these work incentive programs is largely shaped by the profes- 
sionals and advocates in the field who work on a daily basis with individuals with 
severe disabilities who want to return to work, are returning to work, or are choos- 
ing not to return to work because they fear the loss of disability status, health bene- 
fits, and a cash assistance safety net. The overwhelming sentiment expressed is that 
existing work incentive programs are too complicated, result in overpayments, lack 
real protection against set backs in the workplace, and are subject to interpretation 
based on who one talks to at which agency. More importantly, there has been a lack 
of trust in the past in the individuals who administer these programs. I have come 
to appreciate the elegance of the strategies employed by Wisconsin and Vermont in 
their work incentive demonstration projects which are designed, simply stated, to 
make return-to-work incentives as simple and straightforward as possible for the 
consumer. 

Work incentives that support individuals on the path to economic self-sufficiency, 
that allow them to gradually work off benefits, that recognize the extraordinary ex- 
penses associated with aceommodating funetional impairments in the workplace and 
community, and that function as a true safety net, not a way of life, should be the 
goals of an efficient, user friendly disability safety system. 

8. In my research did we find that harriers to work differed depending 
on type of impairment? Did we find that blind individuals face greater har- 
riers than others? 

Our preliminary baseline data suggest that significant differences exist in per- 
ceived employment barriers faced by individuals based on type of impairment, par- 
ticularly striking differences appear to exist between individuals with physical as 
contrasted with mental impairments. The total number of individuals who are blind 
and participating in the 3-state work incentive initiatives is too small to segregate 
their responses from other types of physical disabilities. 

I am happy to share with you and your staff the baseline frequencies related to 
work attitudes and motivation, attitudes and beliefs about work and benefits, and 
issues of self-esteem among individuals participating in the Wisconsin Pathways to 
Independence program. These data represent 187 program participants as of 4/00. 
Because of the preliminary nature of these data, I respectfully request that these 
data not be made a part of the public record and that they are not duplicated or 
disseminated until such time that our research team does so. 

These data provide an as yet incomplete picture of the individuals who are partici- 
pating in the 3-state work incentive projects, what they do illustrate is a range of 
beliefs and perceptions about the value of work, fears about working, and the pro- 
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found impact that living with a disability has on the self-esteem of individuals. 
When our study is completed in December, 2001 we will have linked these percep- 
tual data with the actual work experiences and earnings of participants and be able 
to discuss more fully the impact that type of impairment has on the work efforts 
of a group of severely disabled Social Security beneficiaries. 

Please feel free to contact me for further information as needed. I am happy to 
be able to add our research findings and policy experience to this important public 
policy discussion. 

Pamela P. Hanes, PhD 

Associate Professor of Public Health and Preventive Medicine 

Assoeiate Director 
Oregon Health Policy Institute 
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Work Attitudes and Motivation 


Primary Disability CateQory-Selt-Report 

' Mental | Coqnitive/DD 1 1+indicated 
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Work Attitudes and Motivation 



1 Primarv Disabilitv Cateaorv-Self-ReDOrt 

PTI Total 

Physical 

Mental 

Coanitive/DD 

1+indicated 

Q8m-Work can give 
me the opportunity to : 
gain more ! 

responsibility 

Somewhat Disagree 

3.1% 

2.1% 

9.5% 


3.4% 

Not Sure 

8.3% 

4.3% 



5.7% 

Somewhat Agree 

25.0% 

31.9% 

23.8% 

50.0% 

28.2% 

Strongly Agree 


61.7% 

66.7% 

50.07o 


PTI Total 

N = 


47 



IHHBI 

Mean 


4.53 

4.48 

4.50 


Std Deviation 


.69 

.93 

.53 

1 ^ 






Mental 

Coanitive/DD 


Q8n-Work can give me 
the opportunity to 
interact with other 
people 

Strongly Disagree 


2.1% 




Not Sure 


2.1% 

4.8% 



Somewhat Agree 



4.8% 

40.0% 


Strongly Agree 

76.5% 

68.8% 

90.5% 

60.0% 

75.1% 

PTI Total 

N = 

98 

48 

21 

10 

177 

Mean 

4.74 

4.60 

4.86 

4.60 

4.71 

Std Deviation 

.48 

.74 

.48 

.52 







Mental 

Coanitive/DD 


Q8o-Work can give me 
the opportunity to give 
something back to the 
community 

Strongly Disagree 


2.1% 




Somewhat Disagree 

1.0% 


9.5% 


■■01^ 

Not Sure 

4.1% 

■■niDtssi 


20.0% 

6.3% 

Somewhat Agree 

27.6% 


14.3% 

50.0% 

25.6% 

Strongly Agree 

67.3% 


76.2% 


64.8% 

PTI Total 

N = 

98 


21 


176 

Mean 

4.61 


4.57 


4.51 

Std Deviation 

.62 


.93 

.74 

.79 




PT! Total 


Mental 

Cognitive/DD 

1 +indicated 


Somewhat Disagree 


2.1% 




Not Sure 

5.1% 

6.4% 

19.0% 

20.0% 



15.3% 


4.8% 

1 0.0% 

17.0% 


79.6% 


76.2% 

70.0% 



N = 

98 


21 

10 


Mean 

4.74 

4.53 

4.57 


4.65 

Std Deviation 

.54 

.72 

.81 

.85 

.65 


Employment History before SS Disability Status 
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Q9-Ever been refused a job interview 
because of disability 

No 

Yes 

Total 


Primary Disability Cateqory^Self-Report 

Physical 1 Mental Coqnitive/DD | 1+indicated 


7 




42.1% 

33.3% 

99 

49 


Q11-Ever employed before started 
collecting SS disability benefits 


Mental Coqnitive/DD 


mm 


Q1 3-Last job 
before disability 

Executive, administrative, 
managerial 

Professional 

Secretarial, clerical 

Technical, 

paraprofessiona! 

Skilled craft 

Service, maintenance 

Other 

More than 1 marked 

1 PTI Total 


iBsmi 


Q14-Work hrs/wk at 
last job before disability 

< 20 hrs/week 

20-29 hrs/week 


30+ hrs/week 


Did not have paying 
job 

PTI Total 
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Primary Disability Catennrv-Self-Rennrt 

PTi Total 

Physical 

Mental 

Coqnitive/DD 

1+indicated 

Q42k-Ability for time 
off for health-related 
reasons 

Not important at all 


4.3% 

■miiiiiiiB 



Somewhat unimportant 

1.0% 

2.2% 

4.8% 



Neither 

1.0% 

4.3% 



1.7% 

Somewhat important 

21.2% 

26.1% 

23.8% 

18.2% 


Very important 

76.8% 

60.9% 

71.4% 

81.8% 


Does not apply 


2.2% 



.6% 

PTi Total 

N = 

99 

46 

21 

1 1 

177 



Primary Disability Caleqorv-Self-Rennrt 

EH 


Mental 

Coonitive/DD 

1+indicated 

Q42l-Life 

Not important at all 



4.8% 



insurance, 

Somewhat unimportant 


8.7% 




retirement 

Neither 


■KOI 


9.1% 


plan 

Somewhat important 



19.0% 

9.1% 

^heih 


Very important 



76.2% 

81.8% 

HB^II 


Does not apply 


■■Eia 




PTI Total 




21 

11 

■■■EEli 



Primary Disability Cateocry-Seif-Renort 



Mental 



Q42m-Supportive 

employer attitudes 


1.0% 





Neither 

1.0% 

6.4% 


HH^^H 


Somewhat important 

9.1% 

■1^1^ 

9.5% 

HH^H 


Very important 

88.9% 

70.2% 

65,7% 



Does not apply 




9.1% 


PTI Total 

N = 

99 

47 

21 

11 

178 




PTI Total 

Physical 



1 +indicated 

Q42n-Supportive 

coworker 

attitudes 

Not important at all 


2.1% 



.6% 

Somewhat unimportant 

1.0% 




,6% 

Neither 

1.0% 

6.4% 

4.8% 


2.8% 

Somewhat important 

HB!^3 

29.8% 

9.5% 

27.3% 

UMsmsu 

Very important 


59.6% 

85.7% 

63.6% 


Does not apply 


2.1% 


9.1% 


PTI Total 

N = 

99 

47 

21 

11 



Attitudes and Beliefs about Work and SS Disability 
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Q43a-Limited 

Strongly disagree 

ability to work 
because of 

Somewhat disagree 

disability 

Not Sure 


Somewhat agree 


Strongly agree 

PTI Total 

N = 


Mean 


15.0% 


9.5% 

10.0% 

18.2% 

7.3% 

8.4% 

40.0% 

27.3% 

28.5% 

35.0% 

54.5% 

46.4% 

20 

11 

179 

3.80 

4.36 

3.95 


Q43b-Working 

Strongly disagree 

will affect ability 
to keep SS cash 
benefits 

Somewhat disagree 
Not Sure 

Somewhat agree 
Strongly agree 


laaiwi 




Q43c-Unless a job 
offers prescription 
coverage, 1 cant take it 


: Strongly disagree 
Somewhat disagree 

Not Sure 

Somewhat agree 
Strongly agree 


N = 

Mean 


Q43d-!t will be hard to 

Strongly disagree 

earn enough money 

Somewhat disagree 

to make up for lost SS 
benefits 

Not Sure 


Somewhat agree 


Strongly agree 

PTI Total 

N = 


Mean 




Mental Coqnitive/DD 1 +indicated PTI Total 


5.0% 

12-2% I 

35.0% 


22.2% 8.2% I 2 
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Self-Esteem, Locus of Control and Quality of Life 
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Primary Disability Cateqory-Self-Report 


Q44c-Little 1 can 

Strongly disagree 

do to change 
important things in 

Somewhat disagree 

my life 

Not sure 


Somewhat agree 


Strongly agree 

PTI Total 

N = 


Mean 


Physical 


35.4% 

28.3% 

9.1% 

21 . 2 % 

6.1% 

99 

2.34 


Coqnitive/DD 

1 +indicated 

PTI Total 

30.0% 

. 27.3% 

34.1% 

20.0% 


23.5% 

15.0% 

9.1% 

1 1 .2% 

10.0% 

27.3% 

20.1% 

25.0% 

36.4% 

11.2% 

20 

11 

179 

2.80 

3.45 

2.51 


Q44d-l feel 

Strongly disagree 

dealing with 
the problems 
of life 

Somewhat disagree 

Not sure 

Somewhat agree 


Strongly agree 


N = 

Mean 


Primary Disability Categorv-Self-ReDort 
:al I Mental I Coqnitive/DD I 1+in 


Q44©*l feel like I Strongly disagree 


Primary Disability Categorv-Self-Report 

Phy sical | Mental I Coonitive/DD I 1 +indicated 




U44f-What 

Strongly disagree 


Somewhat disagree 


Not sure 


Somewhat agree 


Strongly agree 

PTI Total 

N = 


. Mean 


Mental Coqnitive/DD ! 1+indicated 


4 . 3 % 

2 . 1 % 

















Ill 
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Q44k-1 am 

Strongly disagree 

6.1% 

happy with 

Somewhat disagree 

25.3% 

my living 
situation 

Not sure 

7.1% 


Somewhat agree 

28.3% 


Strongiy agree 

33.3% 

PTl Total 

N = 

99 


Mean 

3.58 


15.0% 

36.4%. 

11.8% 

5.0% 

9.1% 

19.1% 

5.0% 

9.1% 

6.2% 

20.0% 

27.3% 

25.8% 

55.0% 

18,2% 

37,1% 

20 

11 

178 

3.95 

2.82 

3.57 


Q441-l.take a 
positive 

Strongly disagree 
Somewhat disagree 

attitude toward 
myself 

Not sure 

; Somewhat agree 
Strongly agree 




Q44m-A(l in ali, 
am inclined to 
think I am a 
failure 


Strongly disagree 
Somewhat disagree 

Not sure 

Somewhat agree 


Strongly agree 


Primarv Disability Categorv-Self-Repoh 


Physical i Mental 


Qffn-I feel 1 am a 

Strongly disagree 





.6% 

person of worth, 

Somewhat disagree 

4.0% 

10.4% 

5.0% 

9.1% 

6.2% 


Not sure 

5.1% 

4.2% 


18.2% 

5.1% 


Somewhat agree 

26.3% 

37.5% 

20.0% 

45.5% 

29.8% 


Strongly agree 

63.6% 

47.9% 

75.0% 

27.3% 

58.4% 

PTl Total 

N = 

99 

48 

20 

11 

178 


Mean 

4.47 

4.23 

4.65 

3.91 

4.39 
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Primarv Disability Cateaorv-Self-ReDort 

PTl Total 


Mental 

Coqnitive/DD 

1 +indicated 

Q440-I feel 
like 1 have 
many good 
qualities 

Strongly disagree 

1 .0% 

2.0% 



1.1% 

Somewhat disagree 

1.0% 

2.0% 


9.1% 

1 .7% 

Not sure 

1.0% 


15.0% 


4.5% 

Somewhat agree 



15.0% 

27.3% 

30.7% 

Strongly agree 



70.0% 

63.6% 

62.0% 

PTl Total 

N = 


49 

20 

1 1 

179 

Mean 

4.60 

4.33 

4.55 

4.45 

4.51 



Primary Disability Cateaorv-Self-ReDort 

PTl Total 


Mental 

Coqnitiye/DD 

1+indicated 

Q44p-I am 

able to do 
things as well 
as others 

fciIBBBIBEISBIEMM 


4.2% 


9,1% 

3.9% 



8.3% 

5.0% 

9.1% 

10.1% 

Not sure 



5.0% 

27.3% 


Somewhat agree 

36.4% 

35.4% 

40.0% 

36.4% 


Strongly agree 


WES^ 

50.0% 

18.2% 



N = 


48 

20 

11 

178 

Mean 

3.99 

4.02 

4.35 

3.45 






Physical 

Mental 

Coanitiye/DO 


Q44q-I feel 
confident 
about my 
abilities 

Strongly disagree 

1.0% 




1.1% 1 


4.0% 



9.1% 



8.1% 


10.0% 

9.1% 





25.0% 

36.4% 




34.0% 

65.0% 

36-4% 





47 

20 

11 

177 

Mean 

4.30 

3.91 

4.55 

3.82 

4.20 






Mental 

Coqnitive/DD 


Q44r-Overalt, 

1 am satisfied 
with myself 

Strongly disagree 

2.0% 

6.3% 


18.2% 


Somewhat disagree 


16.7% 

5.0% 

9.1% 


Not sure 


12.5% 

10.0% 

27.3% 


Somewhat agree 


IHESSBi 

20,0% 

27.3% 





65.0% 

18.2% 

40.4% 

PTl Total 

N = 


48 

20 

11 

178 

Mean 

3.94 

3.67 

4.45 

3,18 

3.88 


Mr. William VanOoteghem 
c/o Marty Ford 
The ARC 

1730 K Street, N.W. 

Washington, DC 20006 

Dear Mr. VanOoteghem: 

Thank you for testifying before our Subcommittee regarding work incentives for 
blind and disabled Social Security beneficiaries. In order to complete our hearing 
record, I would appreciate your answering the following question: 

Individuals with disabilities can actually earn more than the SGA limits and stay 
eligible for benefits. The reason is they can subtract work expenses related to their 
disability in determining earnings subject to the limit. (For example, if an individual 
who is disabled earns $900 per month but has $300 in work expenses, their SGA 
is $600 — below the $700 limit.) Are you familiar with the provision? Is it being 
used? How many individuals with disabilities take advantage of these deductions? 
Is it effective? Should it be changed? 
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I thank you for taking the time to answer this question for the record and would 
appreciate your response by no later than May 19, 2000. In addition to a hard copy 
of your response, please submit your response on an IBM compatible 3.5-inch disk- 
ette in WordPerfect or Microsoft Word format. If you have any questions concerning 
this request, please feel free to contact Kim Hildred, Staff Director, Subcommittee 
on Social Security at (202) 225-9263. 

Sincerely, 

E. Clay Shaw, Jr. 

Chairman 


May 18, 2000 

The Honorable E. Clay Shaw 
Chairman 

Subcommittee on Social Security 
U.S. House of Representatives 
Washington, DC 20515 


Dear Chairman Shaw: 


This is in response to your letter of April 26 requesting additional information on 
work incentives for blind and disabled Social Security beneficiaries. Specifically, you 
asked: 

Individuals with disabilities can actually earn more than the SGA limits and stay 
eligible for benefits. The reason is they can subtract work expenses related to their 
disability in determining earnings subject to the limit. (For example, if an individual 
who is disabled earns $900 per month but has $300 in work expenses, their SGA 
is $600 -below the $700 limit.) Are you familiar with the provision? Is it being used? 
How many individuals with disabilities take advantage of these deductions? Is it ef- 
fective? Should it be changed? 

According to the Social Security Administration, about 9,500 people with disabil- 
ities take advantage of this provision. It can be effective in assisting an individual 
to show the net value of their work efforts, after all of the disability-related ex- 
penses of work are deducted. However, I believe that it is important to point out 
that a distinction is made between the expenses that an individual can deduct de- 
pending on whether they are blind or not. As I understand it, people who are blind 
can deduct anywork-related expense, while all other people with disabilities who are 
not blind can deduct only disability-related work expenses. 

In my daughter Wendy’s case, she does not have many disability-related work ex- 
penses. Her transportation costs are minimal since her workcenter provides trans- 
portation. However, I do know that for many people with mental retardation who 
cannot drive, transportation costs to and from work can be very high in relation 
their earnings, particularly in rural areas or in cities without adequate public trans- 
portation systems. As I understand it, these transportation costs are excludable. 
This provision should be continued. 

There are also many people with needs for services while they are working. One 
typical service is that of a “job coach” in a supported employment setting. While 
many other services are deductible from SGA, supported employment services are 
treated differently depending upon who provides such services. This is a problem 
for many people with mental retardation and is discussed in the statement for the 
record submitted by the Consortium for Citizens with Disabilities. I urge you to ad- 
dress that issue as well. 

Thank you for this opportunity to provide additional information. Please let me 
or Marty Ford (202/785-3388) know if I can help you in any further way. 


Sincerely, 


William VanOoteghem 


William VanOoteghem 
do The Arc of the United States 
1730 K Street, NW Suite 1212 
Washington, DC 20006 
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April 26, 2000 

Mr. Tony Young 
NISH 

2235 Cedar Lane 
Vienna, VA 22182 


Dear Mr. Young: 

Thank you for testifying before our Subcommittee regarding work incentives for 
blind and disabled Social Security beneficiaries. In order to complete our hearing 
record, I would appreciate your answering the following question: 

Individuals with disabilities can actually earn more than the SGA limits and stay 
eligible for benefits. The reason is they can subtract work expenses related to their 
disability in determining earnings subject to the limit. (For example, if an individual 
who is disabled earns $900 per month but has $300 in work expenses, their SGA 
is $600 — below the $700 limit.) Are you familiar with the provision? Is it being 
used? How many individuals with disabilities take advantage of these deductions? 
Is it effective? Should it be changed? 

I thank you for taking the time to answer this question for the record and would 
appreciate your response by no later than May 19, 2000. In addition to a hard copy 
of your response, please submit your response on an IBM compatible 3.5-inch disk- 
ette in WordPerfect or Microsoft Word format. If you have any questions concerning 
this request, please feel free to contact Kim Hildred, Staff Director, Subcommittee 
on Social Security at (202) 225-9263. 


Sincerely, 


E. Clay Shaw, Jr. 

Chairman 


June 11, 2000 

The Honorable E. Clay Shaw, Chairman 
Subcommittee on Social Security 
House of Representatives 
Washington, DC 20515 

Dear Chairman Shaw: 

This is in response to your letter of April 26 requesting additional information on 
work incentives for blind and disabled Social Security beneficiaries. Specifically, you 
asked: 

Individuals with disabilities can actually earn more than the SGA limits and stay 
eligible for benefits. The reason is they can subtract work expenses related to their 
disability in determining earnings subject to the limit. (For example, if an individual 
who is disabled earns $900 per month but has $300 in work expenses, their SGA 
is $600 — below the $700 limit.) Are you familiar with the provision? Is it being 
used? How many individuals with disabilities take advantage of these deductions? 
Is it effective? Should it be changed? 

I am familiar with this work incentive provision, although I did not personally 
make use of it when I was on SSDI. This provision is being used to a limited extent 
by beneficiaries. According to the Social Security Administration, about 9,500 people 
with disabilities take advantage of this provision. 

In my view. Impairment-related work expenses could be effective in assisting an 
individual to show the net value of their work efforts, if certain improvements are 
made. 

1. Currently, a distinction is made between the expenses that an individual can 
deduct depending on whether or not they are blind. Blind beneficiaries can deduct 
any work-related expense, while people with disabilities who are not blind can de- 
duct only disability -related work expenses. Beneficiaries who have multiple signifi- 
cant disabilities have as many or more expenses related to work as do Blind bene- 
ficiaries. All beneficiaries who work should be allowed to deduct all work-related ex- 
penses 

2. The Social Security Administration field office determines whether expenses 
may be deducted from earnings. The determinations are rarely done on a consistent 
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basis. These expenses are often disputed by SSA as to whether they are disability- 
related, and are excluded inconsistently. SSA must issue better guidance to Field Of- 
fice personnel and improve consistency in work incentives determinations. 

3. Beneficiaries need better decision making tools to determine how IRWE can 
work for them. SSA should make available decision-support software, such as 
WorkWORLD, to beneficiaries and their families so that truly informed decisions can 
be made. 

While the IRWE could benefit some SSDI beneficiaries, overall it is a limited an- 
swer to a bigger problem, namely the SSDI SGA earnings limit/cash cliff. The IRWE 
is limited in several ways. 

1. The beneficiary has to incur the expense in the first place, and pay for it out 
of pocket. 

2. To be effective the amount of the IRWE has to equal or surpass the amount 
of income above SGA. If not, then the IRWE doesn’t protect you. 

3. Once you use an IRWE, you have to keep it to remain on benefits. For example, 
if the costs of personal assistance services are paid for out of pocket then they can 
be used as an IRWE. (The amount spent on PAS, which might be more than the 
benefit, can’t be used for other necessities). 

Also, not every one with a disability has impairment related work expenses or has 
enough expenses to keep from losing all their benefits. Because of this, the IRWE 
program is at best a selective solution to the cash cliff problem. I believe that the 
IRWE program working in conjunction with sliding-scale cash offset in the SSDI 
program would better address the cash cliff and more fairly benefit ALL working 
SSDI benefits rather than just a lucky few. 

Thank you for this opportunity to provide additional information. Please call me 
at 703-425-8633 or e-mail at tyyoung@bellatlantic.net if I can help you in any way. 


Sincerely, 


Tony Young, Director 
NISH Governmental Activities Office 
Vice Chairperson 
Consortium for Citizens with Disabilities 


[Whereupon, at 1:50 p.m., the hearing was adjourned.] 
[Submissions for the record follow:] 

The Honorable E. Clay Shaw, Chair 
House Committee on Ways and Means 
Subcommittee on Social Security 
B316 Rayburn House Office Building 
Washington, DC 20515 

March 27, 2000 

American Council of the Blind 

Dear Chairman Shaw and Members of the Subcommittee: 

Please accept the appreciation of the membership of the American Council of the 
Blind for the serious consideration your subcommittee is exercising in reviewing the 
Social Security Administration’s program of disability insurance that impacts upon 
our members throughout this land. We offer the following testimony to assist the 
subcommittee with this important albeit daunting task. 

There is no question that the pace of our economy is outstripping the allowable 
income that a blind person can make before SSDI benefits are lost. The net effect 
of this phenomena is to discourage those receiving benefits from going to work in 
fear of losing the financial and medical security provided through SSDI. This situa- 
tion is further complicated by the fact that blind persons must rely upon the cash 
value of benefits plus whatever limited earnings we can make to pay for service and 
equipment needs not available under other programs that currently address many 
similar needs of persons with other disabilities. These expenses include, but are not 
limited to readers, adaptive hardware and software, low vision magnification de- 
vices, dog guide medical costs, orientation and mobility equipment, and a high reli- 
ance upon taxi and other transportation costs. 

If we are to arrive at a solution to the problems described above, while maintain- 
ing faith with the workforce pa 3 dng into Social Security, then we simply must find 
a way to help beneficiaries locate employment that offsets or eliminates reliance on 
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the SSDI program while contributing to the revenue base of Social Security. Here 
is how. 

ACB suggests that the earnings limit for blind persons be either totally removed 
(See attached letter of personal testimony from a woman who is blind) or set to the 
earnings limits of what elders had before the passage of HRS. In the former case, 
all disincentives to work would be removed and increased revenues to the treasury 
would result. In the latter case, this would allow for an eventual $30,000 in earn- 
ings before benefit loss. ACB further proposes that the earnings limit be automati- 
cally raised based upon inflation in order to avoid recreating the current situation 
where the SSDI program has become counter-productive to its original intent. More- 
over, ACB recommends eliminating the cliff effect of benefits lost at a certain in- 
come level by decreasing the SSDI benefit by one dollar for every three earned over 
the earnings limit. These approaches would resolve the cash benefit issues and ACB 
suggests that the medical issues could be resolved by allowing the previous cash 
beneficiary to purchase Medicare for his or her health needs. 

ACB further believes that raising the SGA levels for other disability groups to 
that of the earnings limits for the blind would be appropriate if expanded Medicare 
coverage of blindness related services and equipment were to occur as a question 
of equity with other disabilities. Only in this fashion could a “do no harm” and fair- 
ness oriented approach to blind persons be accomplished. 

These concepts represent a way to provide real incentives for recipients to work, 
greater revenue growth to the Social Security trust fund, equity in disability policy, 
and a new view of disabilities as participating in the national economy rather than 
being viewed as a cost to it. 

Please feel free to communicate with me to further explore the options presented 
above, and I and ACB wish the subcommittee every success in your efforts. 


Sincerely, 


Charles H. Crawford 

Executive Director 


House Ways & Means, Social Security Subcommittee 
RE: Earnings Income Limits for Blind People 


Jenine Stanley 

March 22, 2000 


I am writing this letter in hopes that it will be shared by representatives of the 
American Council of the Blind with the House Ways & Means, Social Security Sub- 
committee. I would like the members of this committee to know, through my own 
personal story, why removing the earnings limits for blind people is so crucial to 
maintaining or even establishing independence. 

I am a college graduate and have been employed in the not-for-profit sector since 
1988. Since 1991 I have been receiving Social Security Disability Insurance due to 
my blindness. I have also attempted to work, within the limits imposed by the So- 
cial Security Administration. For me, the ability to work, to sustain gainful employ- 
ment, is vital to my mental and physical well being. 

In America, people are measured, rightly or wrongly, by the work they do. What 
one does for a living is often the first question asked in social conversation. For peo- 
ple with disabilities, especially blind people who have been the recipients of some 
of the most negative stereotyping in history; being able to state a profession or em- 
ployer holds a very important place. It equalizes “us” with “them” and removes the 
stigma of “charity for the blind.” 

The ability to be gainfully employed also removes those old stereotypes of blind 
people as simply musicians, chair caners or helpless wards of the state or their fam- 
ilies. This ability to work, however, is often marred by the complex rules and regula- 
tions of the Social Security Administration. 

Blind people are faced with significant lag time in processing any changes to their 
Social Security status, such as reporting of emplojonent or benefits decisions be- 
cause all applications noted as being from “blind” recipients must go through a spe- 
cial office in Baltimore. As a result, I and many other blind people who want to 
work, do so under the threat of having our benefits, income teix returns and even 
salaries garnished upon decision that are often up to four years in the making. 

I have worked as a private contract employee for the State of Ohio in two dif- 
ferent departments since 1996. In 1998 my income teix refund was garnished be- 
cause I failed to appeal a decision of the Social Security Administration I knew 
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nothing about. This decision involved me making an amount over and above the 
Substantial Gainful Activity limit. When I looked into the matter, I was told that 
there was nothing I could do. My debt to the SSA was paid and it was just too bad 
that I lost my tax return, but. . . 

Now, I continue to work as a contract employee. I keep meticulous records and 
only work eight hours a week as I continue my education. At some point, I will want 
to work more. Logic says that I should be able to simply end my reliance on SSDI 
benefits and return to work, but things are not that simple. 

Like many Americans, I live in an urban area that suffers from “urban sprawl.” 
Many of the jobs I am qualified for are located far from public transportation. I do 
not drive. Due to the low unemployment rate in my city, Columbus Ohio, it is very 
difficult to secure dependable transportation, either by taxi or paratransit services. 
This is only one expense associated with my blindness that keeps me from employ- 
ment at the level I desire. I must also purchase my own computer equipment and 
other adaptive devices if I expect to have tools to help me do my job. The consumer, 
the blind person, to assure a proper fit of technology, best purchases these devices. 
Although state rehabilitation services may cover some of the items I need, the time 

lag is too great for my employment prospects. 

Just as people over sixty-three years of age want the freedom to continue to work 
while earning Social Security benefits, I, as a blind person, want and need the extra 
assistance provided by SSDI. I have paid into the system for over ten years now. 
I truly deserve its benefits, including the ability to work without the fear of having 
everything taken away. 

This fear, this reluctance to seek employment that is equal to my potential, is spe- 
cific to blindness in that our claims, our decisions and our appeals are significantly 
delayed by being sent to Baltimore rather than decided at the local SSA office as 
such situations are for people with other types of disabilities. I would think that the 
blind population is so small compared to the rest of the SSDI or SSI recipient popu- 
lation, that allowing no cap on Substantial Gainful Employment would not effect the 
budget any more significantly than doing so for seniors who have just received such 
benefits through House and Senate actions. 

I urge you to please consider lifting the cap on earnings for blind people. Other- 
wise, we will continue to be under or unemployed and painful destructive stereo- 
types will continue both in the workplace and the public. 1 appreciate your attention 
to my opinions and sincerely hope that you will take them into consideration in your 
debate. 


Sincerely, 


Jenine Stanley 


Statement of the Ameriean Network of Community Options and Resources, 

Annadale, Virginia 

The American Network of Community Options and Resources (ANCOR) com- 
mends the subcommittee for its work to remove work barriers for individuals with 
disabilities through passage last year of the Ticket to Work and Work Incentives 
Improvement Act of 1999 and for its continued work in examining remaining work 
disincentives in the Social Security Disability Insurance program (SSDI). ANCOR 
is concerned about the changes being considered to the Social Security earnings 
limit for SSDI beneficiaries, also known as the substantial gainful activity (SGA) 
level. If there are to be changes to the earnings limit for SSDI beneficiaries, ANCOR 
urges the Committee to make changes that will ensure equity among benefits for 
all people with disabilities who receive SSDI benefits, not just for individuals with 
one type of disability. 

As the Committee members know, most SSDI beneficiaries must limit their earn- 
ings to $700 per month. At any amount over $700, beneficiaries lose all cash bene- 
fits. However, SSDI beneficiaries who are blind are allowed a greater monthly earn- 
ings limit — up to $1170 — before they lose their cash benefits. While the loss of cash 
benefits to beneficiaries if they earn too much money is one of the major disincen- 
tives for SSDI beneficiaries to return to work, ANCOR has long advocated to end 
the disparity in the SGA for SSDI beneficiaries who are blind and those who are 
not blind. 

When the Committee considers reforms to the earnings limit for SSDI bene- 
ficiaries, ANCOR believes such reforms should ensure that no individuals with dis- 
abilities — whether they are blind or non-blind — should be adversely affected by 
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these reforms. ANCOR also believes that reforms to the Social Security earnings 
limit should ensure equity in earnings among all people with disabilities. 


Bay City, MI 48708 

March 29, 2000 

Testimony on work incentives for Blind and Disabled Social Security Beneficiaries 
Richard L. Davis (Father of a son that is disabled) 

Congressman Shaw and other distinguished members of the Committee on Ways 
and Means. I am the father of a son 33 years of age that is disabled and is eligible 
to receive Social Security Benefits under title II of the Social Security Act. 

I have elected to continue working and not collect benefits for the past year and 
one half so that my son would not suffer from the indignity of losing all benefits 
because he wants to work. This could soon change due to the bill that you have just 
passed that will enable me to receive the benefits of social security now. I think this 
is good legislation and I thank you for it. I hope that what you do on SGA legisla- 
tion will enable David to continue working. As an advocate for people with a disabil- 
ity, I recognized many years ago that a person with mental retardation or other re- 
lated disabilities could be a productive individual within their own community. I be- 
lieve and it has been proven that these people can work side by side with their non- 
disabled counterparts. The unfortunate part of this is that these people usually only 
get jobs at minimum wage and without benefits. 

My son David works on a packaging line with Wendy VanOoteghem whom you 
heard testimony from on March 23, 2000. David earns $5.43 per hour. If David 
would work 40 hours per week, he would earn $217. This would put him at $241 
over the $700 SGA level. Because of this, David can work no more than twenty-nine 
hours per week. This penalizes both him and his employer. With the expected in- 
crease in minimum wage, which will be passed on through other wage levels, David 
will only be able to work twenty-seven hours a week. Two years from now with the 
second step of the minimum wage increase,David will only be able to work twenty- 
five hours per week. This is certainly a disincentive for David and for his employer 
to keep him. If this continues, why should David continue to work? He can receive 
his Social Security benefits and Medicare, after all he is totally and permanently 
disabled. Why should it matter that his parents have encouraged the work ethic 
within him to help him be a better person and citizen? 

I have found that the work incentives that congress has passed this past year, 
when they are activated, will benefit people with disabilities to get and maintain 
jobs within their community. The raise, in minimum wage, will help people to make 
more to support themselves. This is good for people with a disability, but all of the 
good we may have done may cause a hardship to others. If a person works a 40- 
hour week at minimum wage of $5.15 per hour, they will earn $893 per month, 
which is $193 above the current SGA wage level of $700 per month. This will cause 
the loss of all of the benefits that they need to survive such as SSI, SSDI, RSDI, 
Medicaid and Medicare. 

In 1999, the SGA level was increased from the $500 per month level set in 1990 
to $700 per month. This will not keep all people with a disability working a full 
40-hour workweek from loosing their benefits. I ask you to increase the SGA level 
for all people that are Blind or Disabled and make them equal. Additionally, SGA 
should be indexed or have a cost of living attached to it so that the inequities never 
occur again. 

I ask that you do your job so that my son David can continue to do his. 

Respectfully, 


Richard L. Davis 
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March 23, 2000 

The Honorable Clay Shaw 
Subcommittee on Social Security 
Committee on Ways and Means 

Dear Chairman Shaw: 


I would first like to commend you and the Social Security Subcommittee for hold- 
ing a hearing to examine the work incentives in the Social Security Disability pro- 
gram for the blind and those with other disabilities. I share your commitment to 
ensure that disabled workers have the opportunity and incentive to remain in the 
workforce. 

As you are aware, the Social Security Administration increased the monthly sub- 
stantial gainful activity (SGA) level from $500 to $700 for non-blind disabled adults. 
I believe that this was an important first step in correcting a deterrent in the sys- 
tem which in effect pushes disabled adults out of the workforce. 

I feel that a further increase is necessary and should be addressed this year. Time 
and time again, disabled citizens have proven their invaluable contributions to the 
U.S. workforce. These individuals, like our seniors and the blind disabled, should 
be encouraged to work when able to do so. 

I am particularly pleased that The Ticket To Work and Self-Suffieieney Aet of 
1999, H.R. 1180, requiring the Social Security Administration to conduct a dem- 
onstration project providing for Social Security Disability Insurance (SSDI) reduc- 
tions based on earnings. Currently, disabled workers who earn over the SGA levels 
face an “income cliff’ -in effect they lose their benefits. The demonstration project 
would examine the effects of gradually reducing SSDI benefits $1 for every $2 in 
earnings over a level determined by the Commissioner. This is a serious problem 
for disabled workers and I look forward to the Commissioner’s findings. 

Thank you again for holding a hearing on this important issue. I look forward to 
working with you in the future on this issue. 


Sincerely, 


Phil English 
Member of Congress 


Statement of Miehael Freedman, Member, Board of Directors, National 
Alliance for the Mentally 111, Arlington, Virginia 

Chairman Shaw and Representative Matsui, on behalf of the more than 210,000 
members of NAMI (The National Alliance for the Mentally 111) and the 50 state or- 
ganizations and over 1,240 local affiliates across the nation and in Puerto Rico, 
American Samoa, and Canada, I would like thank you for this opportunity to submit 
testimony on work incentives for disabled beneficiaries of the disabled and income 
security programs of the Social Security Administration. 

NAMI is the nation’s leading grassroots organization dedicated solely to improv- 
ing the lives of persons with severe mental illnesses such as schizophrenia, bipolar 
disorder (manic-depressive illness), major depression, obsessive-compulsive disorder, 
and anxiety disorders. NAMI’s efforts focus on support to persons with these serious 
brain disorders and to their families; advocacy for ending discrimination in federal 
income support and health insurance programs and education to eliminate the per- 
vasive stigma surrounding severe mental illness. NAMI also endorses efforts to pro- 
mote employment opportunities and greater independence through increased access 
to rehabilitation and job training programs and extended health care coverage to 
workers who need treatment in order enter and stay in the workforce. 

I am Mike Freedman, member of the Board of Directors of NAMI, and a former 
president of the NAMI Consumer Council, the nation’s largest organization of con- 
sumers of mental health services. I was diagnosed with Clinical Major Depression, 
extreme Panic/Anxiety Disorder, and Post Traumatic Stress Disorder as a result of 
a genetic disposition that came to the surface in 1976 after experiencing both war 
and the suicide of my father, a decorated Air Force Pilot, and later a Federal Nar- 
cotics Officer. In addition, my spouse, a former mental health crisis counselor, be- 
came afflicted with Bi-Polar Disorder and was very suicidal until she was properly 
diagnosed and medicated. During this long period of stabilization, rehabilitation, 
and recovery, we did the best we could raising a child in deprivation and poverty 
caused by the existing rules governing state and federal policies that deal with as- 
sistance to the psychiatrically disabled on SSI and SSDI. I know hrst hand the 
struggles that consumers face in getting and keeping a job, and attempting to leave 
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the Social Security disability programs for a productive and independent life. As a 
State Program Director with the New York Association of Psychosocial Programs, 
I encounter consumers every day who struggle with the confusing, unfair and com- 
plicated rules governing the SSDI program. 

At the outset, I would like to express our deep appreciation to every member of 
the Subcommittee for the important role and leadership displayed in the passage 
of the Ticket to Work and Work Incentives Improvement Act late last year. This 
law takes important steps toward self-determination in the rehabilitative process for 
people with disabilities, including people with severe mental illnesses, and removes 
barriers for disability beneficiaries who wish to enter the workforce and lead inde- 
pendent lives. NAMI is extremely grateful for the bipartisan leadership that you 
and your colleagues exhibited in passing this long overdue reform. 

Substantial Gainful Activity’s (SGA’s) Impact on Work 

Individuals with disabilities, including people with severe mental illnesses, want 
to work, but are often discouraged by many barriers existing in the current public 
system. A recent Harris survey showed that 72% of unemployed people with disabil- 
ities, including people with severe mental illnesses, have a strong desire to have a 
job. Several recent surveys have found this rate to be even higher for adults with 
severe mental illnesses, as high as 80%. Yet 69% of those surveyed by Harris say 
that their need for benefits is a major impediment to seeking employment. Employ- 
ment is an essential part of recovery for people with severe mental illnesses and 
recent advances in treatment services and medications have increased the capacity 
of people with severe mental illnesses to join the mainstream and live independ- 
ently. NAMI has heard the frustration from countless members who would like to 
begin the road to recovery by gaining employment but cannot risk losing their bene- 
fits by exceeding the SGA. 

Employment assistance is critical for people with severe mental illnesses to regain 
independence, dignity and purpose. People with severe mental illnesses are the fast- 
est growing population within both the SSI and SSDI programs. More importantly, 
SSA data reveal that people with mental illnesses are joining the disability rolls at 
an earlier age. Given how difficult it is to get off the rolls through employment — 
less than 1% successfully do so — it becomes imperative to enact reforms that end 
the severe penalties for those who are willing to take the tremendous risks inherent 
in entering the workforce. Increasing the SGA level will certainly have a positive 
impact on individuals who would like to work but cannot afford to lose their eligi- 
bility for disability benefits. 

The Current SGA Level is Outdated 

Although NAMI strongly supported the increase of SGA to $700 a month in 1999 
and acknowledged the intent of SSA to create an environment where more bene- 
ficiaries with disabilities can “enter the workforce and lead more productive self-suf- 
ficient lives,” this figure does not reflect an adjustment based on the national aver- 
age wage index since the inception of SGA in 1979. SGA was designed as an indica- 
tor to signal whether a beneficiary is capable of earning significant wages and pro- 
vides an incentive to enter the workforce. However, the current earnings limit of 
$700 a month reflects an income of only $8,400 per year, which barely raises an 
individual who wants to become independent of public support to the federal poverty 
level. Once making it to this meager plateau, a demarcation point that usually sig- 
nals a crisis in an unimpaired workers life, a person with a disability that makes 
one dollar more can lose their eligibility for cash benefits. This is referred to as the 
“cash cliff’ and represents an all-or-nothing design that encourages people with dis- 
abilities to remain in poverty and dependent on the system. NAMI believes that a 
more equitable approach would be to increase SGA and index it to wage growth 
since the establishment of SGA. 

Indexing SGA to Wage Growth 

Since the establishment of SGA over twenty years ago, it has been increased only 
twice, in 1990 and just recently last July in 1999. Obviously, those modest increases 
have not kept up with inflation over that period. This is especially the case with 
respect to cost increases in treatment, medications and support services. As wages 
have increased over that same period, people with severe mental illnesses and other 
disabilities receiving SSA benefits have been forced to reduce the amount of hours 
they work in order to keep from exceeding SGA. Thus, SGA has become a very unre- 
liable indicator of a beneficiary’s ability to work. As you know. Social Security has 
stated that the past increase in SGA has resulted in substantial cost increases to 
both the SSI and SSDI programs. Likewise, any proposed increase is projected to 
increase the overall cost of Social Security’s disability programs. 
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However, indexing SGA to wage growth, as is currently done for the SGA amount 
for the blind, would result in costs going gradually over time. Such a move would 
allow SGA to be a more reliable indicator of an individual’s ability to earn wages 
and work. It would also more effectively incentivize work for all people with disabil- 
ities, including people with severe mental illnesses. This would mean that the fed- 
eral government would not be hit by substantial periodic cost increases that are 
needed to correct an antiquated and unreliable SGA. Finally, such a move would 
also avoid placing an unfair burden on beneficiaries who are eager to attempt to 
work. 

Equivalence to the SGA Level for Blind Beneficiaries 

NAMI believes that SSI and SSDI beneficiaries with severe mental illnesses and 
other disabilities should have an SGA level equivalent to the level established for 
the blind, around $1,170 per month, which is about 67% greater than the SGA level 
for non-blind beneficiaries. Such an adjusted level should also be adjusted annually 
for the cost of living, as is done for blind beneficiaries. This figure currently allows 
a blind disabled beneficiary to earn minimum wage (or a little more) and work a 
40 hour week, without a substantial loss of cash benefits. 

Currently, people with disabilities (excluding blind beneficiaries), can work barely 
more than 30 hours a week at minimum wage before exceeding SGA and thus risk 
losing all, or part of their cash benefits. It is likely that increasing SGA for non- 
blind beneficiaries to that for the blind disabled would create an additional fiscal 
burden for Social Security’s programs. However, this change would create greater 
equity and fairness in both the SSI and SSDI programs and would more effectively 
incentivize work for many beneficiaries. 

The difference in SGA levels for people disabled by blindness, and for people dis- 
abled by severe mental illnesses or other disabilities, has been supported by a ra- 
tionale that has not been proven by research. In fact, evidence shows that the very 
characteristics thought to distinguish blind from non-blind disabled beneficiaries ac- 
curately describe the fate of non-blind beneficiaries disabled by severe mental ill- 
nesses. As was reported to the Subcommittee in the GAO testimony given by Bar- 
bara D. Bovbjerg, associate director. Education, Workforce, and Income Security 
Issues, Health, Education, and Human Services Division, disadvantages thought to 
separate people disabled by blindness were greater emplo 3 unent discrimination and 
low rates of employment. 

The GAO noted that likely job prospects were low-wage jobs, and higher costs for 
supportive services. However, research done by the National Institute of Disability 
and Rehabilitation Research shows that while people disabled by blindness are par- 
ticipating in the workforce at a rate of only 28.9%, they exceed the overall participa- 
tion of rate of individuals disabled by severe mental illnesses (27.2%). In fact, 
NIDRR found that within the broad category of severe mental illness, the participa- 
tion rate of persons with depressive disorders was only 25.4% and that the rate for 
individuals with schizophrenia was 11.9%, the lowest among any measured cat- 
egory. 

The GAO testimony further compares evidence of cost differentials of supportive 
services associated with disabled blind beneficiaries and beneficiaries disabled by se- 
vere mental illnesses. A study conducted by the American Foundation for the Blind 
and Mississippi State University found that over 50% of legally blind individuals 
spent less than $500 for devices used to support work. In comparison, literature re- 
viewed Iw GAO showed that on average, people with severe mental illness incur 
costs of $1,400 to $3,600 annually for supportive employment services and annual 
costs for mental health services range from $3,200 to $7,000. 

If the presuppositions that led to the original segregation of beneficiaries with se- 
vere mental illnesses and other disabilities are not supported by research evidence, 
how can the disparities remain. If the evidence actually points to people disabled 
by severe mental illnesses having a greater disadvantage, how can the disparities 
remain? 

NAMI does not seek to single out any group in determining fair and legitimate 
SGA levels or their complete removal for all groups of people with disabilities. On 
the contrary, NAMI wishes to advance fair and equitable treatment for all disability 
groups. NAMI endorses the goals cited by the Consortium of Citizens with Disabil- 
ities that congressional action regarding SGA should: 

1) Do No Harm — Changes made by Congress to the earnings limit, or to the Social 
Security Disability programs as a whole, should ensure that no disability group os 
negatively affected. Whatever Congress does, it must not enact policy detrimental 
to any particular category of DI beneficiaries. 

2) Establish Equity — Congress should take favorable action on legislation that ad- 
dresses earnings limits and must ensure equity among all DI beneficiaries. 
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NAMI would like to thank the Subcommittee for taking this important look at 
long overdue steps toward greater fairness in the SSI and SSDI programs. NAMI 
is hopeful that congressional action will allow more beneficiaries with severe mental 
illnesses to reach their potential through employment. Thank you for the oppor- 
tunity to comment on this important work disincentive in Social Security’s disability 
programs. 

Thank you, and with deep respect, 

Michael Freedman 


Statement of Hon. Jim Nussle, a Representative in Congress from the State 

of Iowa 

I appreciate this opportunity to express my views to the Subcommittee on the 
issue of the Social Security Disability Insurance (SSDI) program’s substantial gain- 
ful activity (SGA) level. I would like to acknowledge the Subcommittee’s great work 
on securing the enactment of the Ticket to Work and Work Incentives Act of 1999 
(H.R. 1180) last fall. This legislation promotes independence and will lead to greater 
employment for individuals with disabilities. If people with disabilities want to 
enter the working world or return to their career or workplace, we should do every- 
thing we can to make that happen. We currently have a system that not only dis- 
courages people from going to work but also encourages them to continue collecting 
public benefits. The enactment of the H.R. 1180 was the first step in providing dis- 
abled Americans with the means to add to the productivity of our nation’s work- 
force. 

We must now continue the efforts we made last fall by exploring ways to allow 
blind and non-blind disabled individuals to increase their earning potential while se- 
curing their SSDI benefits. As you are aware, during the Committee’s consideration 
of the Senior Citizens’ Freedom to Work Act (H.R. 5) on February 29, I was pre- 
pared to offer an amendment to re-establish the link between the SGA level for 
SSDI beneficiaries and the earnings limit for individuals receiving Social Security 
Retirement benefits. I believe the SSDI proves to be a disincentive to work. While 
Americans take pride in their strong work ethic, not all Americans are given to op- 
portunity to work towards their full potential. 

Throughout my career in Congress, I have heard from many lowans who believe 
they are treated unfairly by the SGA levels. lowans are dependable and honest 
Americans who work hard to support themselves and their families. However, many 
disabled lowans are being held back because of the SGA limit. I would like to share 
with you a few stories of lowans who are effected by the SGA limit. 

Doug Elliott of Grinnell, Iowa, was serving his country in the Vietnam War when 
he lost his sight. After the war, Doug was able to not only to get his GED, but also 
graduate college and receive his masters degree. He is now a social worker in the 
state of Iowa. However, Doug had to make the tough decision that many other blind 
individuals in the country face to choose between being active in the workforce and 
losing his SSDI benefits, or remaining unemployed and retaining his full benefits. 
Doug had a wife and two children and wanted to work to support them. Doug is 
unlike other blind lowans in the fact that he had a little security behind him. Be- 
cause Doug is a veteran and was injured while in the service, he is able to retain 
his service-connected compensation. This is the only way Doug could remain eco- 
nomically stable. 

Priscilla McKinney of St. Ansgar, Iowa, is currently a graduate student at the 
University of Iowa pursuing a maters degree in education. Priscilla is blind and also 
has a young son to look after. While Priscilla is currently receiving SSDI, she will 
have to soon make the unfortunate choice of pursuing a teaching job or remaining 
on SSDI. If Priscilla finds that the economic benefits of staying on SSDI and not 
entering the workforce far out weigh the benefits of leaving the SSDI rolls to pursue 
teaching, Iowa stands to lose a much needed qualified teacber. 

Cathy Reinehart and Bruce Bivens, both of Clarksville, Iowa, have bipolar dis- 
order. Cathy is a college graduate and a certified nurses aid. She currently works 
intermittently out of fear of exceeding the $700 SGA monthly threshold. Bruce is 
also a college graduate and is working in a meat locker in Clarkville. Bruce faces 
the similar obstacle of having to carefully regulate his working hours in order to 
remain below the SGA limit. 

The federal government is contradicting the American work ethic by not allowing 
these individuals to expand their employment opportunities. Disabled Americans 
should not have to choose between government assistance or the opportunity to seek 
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meaningful employment. For many disabled Americans, such as those with mental 
retardation, the only employment they currently are eligible for is low-paying jobs 
that do not offer health benefits or job security. If these individuals do have the op- 
portunity of earning just slightly above the current minimum wage, they will lose 
their SSDI benefits, even though they have no health benefits or job security 
through their employment. 

As the Subcommittee continues to explore this matter legislatively, I would like 
to express my support for a resolution in the most fair manner to all disabled Amer- 
icans. I am currently aware of many proposals that address ways do so. Members 
of the blind and non-blind disabled communities would ultimately hope for complete 
re-linkage of the SGA level to the Social Security earnings limit. However, if we can- 
not achieve complete re-linkage, we’ll have to look at alternatives to give some relief 
to blind and non-blind disabled people. I would like to offer my assistance to the 
Subcommittee in any way possible to seek the best legislative avenue. 


Statement of Paralyzed Veterans of Ameriea 

The Paralyzed Veterans of America commends the subcommittee for its interest 
in ongoing work disincentives in the Social Security Disability Insurance Program 
[SSDI]. We appreciate having the opportunity to share with you our thoughts on the 
substantial gainful activity [SGA] level as it affects the ability of SSDI beneficiaries 
to go to work. 

Over half of PVA’s members have spinal cord injuries that are not connected to 
their military service. As a result, they are not eligible for many of the benefits of- 
fered to service-connected disabled veterans through the Department of Veterans Af- 
fairs. Instead, they have turned to the SSDI program that has provided invaluable 
support and assistance to them and their families. In fact, a survey of our members 
found that over 60 percent were on SSDI and another 22 percent received supple- 
mental security income or SSI. 

Over the years, many of our members on SSDI have expressed frustration with 
the SGA because of its adverse impact on their ability to return to work. Consider 
PVA member Michael W. from Maryland. Michael is a fairly young man, in his mid- 
40s, who was injured in the early 1980s. He has been on SSDI since 1982. Several 
times he considered going back to work. However, he always rejected that course 
of action because even modest earnings above SGA would have meant both the loss 
of his cash benefits before he was able to support himself and his health care cov- 
erage through Medicare. He once determined that, if he went back to work, and lost 
his SSDI benefits, he would be working, after taxes, for $4000 a year. Not too long 
ago, he was approached for a part time job but had to ask his prospective employer 
if he could limit his work hours so that his pay would not exceed $700 a month [the 
current SGA level]. 

Last year, with significant assistance from the members of this committee. Con- 
gress passed the Ticket to Work and Work Incentives Improvement Act, Public Law 
106-170. PL 106-170 was a major step forward in eliminating many of the barriers 
to employment that kept recipients of federal disability benefits out of the work- 
force. An important provision of that law was the extension for another four and 
a half years of premium free Part A Medicare. Beginning this October, someone like 
Michael W. could return to work with the assurance of that additional Medicare cov- 
erage. 

However, SSDI recipients will still confront the “earnings cliff’ should they at- 
tempt to enter the workforce. As you know, an SSDI recipient who is blind faces 
loss of cash benefits when his or her monthly income surpasses approximately 
$1170. As noted earlier, people like Michael W. and other SSDI beneficiaries with 
non-visual impairments lose their cash benefits once their earnings reach $700 a 
month. 

Last year. Social Security raised the SGA for SSDI beneficiaries with non-visual 
impairments from $500 to $700 a month. PVA supported this action, particularly 
since the last such increase occurred on January 1, 1990. Even at $700, this SGA 
level is still lower than what the SGA level would have been had it been indexed 
to inflation. 

Indeed, at $700, the SGA level is still below minimum wage. Someone working 
at the current minimum wage full time over a year would earn slightly over 
$10,000. An individual on SSDI whose averse monthly earnings reached $700 for 
a full-time job over a full year would earn $8,400, at which time his or her cash 
benefits terminate. True, the rapid loss of Medicare coverage, which once served as 
an impediment to going to work, is no longer as much of a threat. However, the 
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prospect of immediate elimination of cash benefits when yearly earnings reach 
$8400 can be intimidating to someone who may not have been in the workforce for 
many years or who may never have worked. What incentive is there for someone 
to take a low-paying entry-level job when it would jeopardize approximately half of 
his or her income [assuming he or she receives the average SSDI benefit of roughly 
$700 per month]? 

PVA has long believed that the approach used for SSI recipients, in which bene- 
fits are gradually reduced as earned income rises, should be applied to SSDI. We 
know that Public Law 106-170 directed SSA to examine ways to phase out SSDI 
benefits as earned income increases to alleviate the “income cliff’ now faced by SSDI 
beneficiaries who go to work. However, today’s fiscal climate is such that immediate 
action by Congress may be more advisable than waiting for a study to be completed. 
Congress has signaled its willingness to reconsider earnings limits with the passage 
of HR 5, lifting the earnings cap for retired Social Security beneficiaries. With the 
robust economy and positive budget numbers we are now enjoying, this may be a 
once in many decades opportunity to address the problems in the current SGA for 
people with Usabilities. 

PVA has always objected to the bifurcation of the substantial gainful activity level 
for persons with visual impairments and all other people with disabilities on SSDI 
and SSI. Individuals on SSDI who are blind can, at least, earn minimum wage with 
an SGA level set at $1,170 per month and that is adjusted for inflation. The General 
Accounting Office has found that the costs and rates of unemployment do not ap- 
pear to be necessarily higher for the blind than those who have other disabilities. 
Indeed, a study sponsored by PVA found that someone with spinal cord injury faces 
initial hospital and medical costs of over $95,000. He or she will spend approxi- 
mately $8000 on home modifications and will incur yearly average medical costs of 
over $14,000. Average lifetime costs associated with spinal cord injury range from 
$500,000 to $1,000,000 and include high medical expenses, costs of personal assist- 
ance services and the costs of special transportation. [M. Berkowitz, Ph.D., The Eco- 
nomic Consequences of Traumatic Spinal Cord Injury (1992).] PVA urges Confess 
to rectify the imbalance in treatment of those with spinal cord and other non-visual 
disabilities under SSDI earnings limits. 

Another inequitable factor in SGA is the manner in which Social Security treats 
impairment related work expenses [IRWEs] that can be used to keep an SSDI recip- 
ient below the substantial gainful activity level. Blind SSDI recipients can claim far 
more costs as IRWEs than non-blind recipients can. For non-blind beneficiaries, 
IRWEs must be directly related to work, thus eliminating expenses associated with 
getting ready for and travelling to and from work. 

Many people on SSDI would embrace the opportunities offered by our new econ- 
omy if they did not feel they would be punished by Social Security policies for doing 
so. By addressing the disparities in the SGA level, this committee can complete the 
work begun by the Ticket to Work and Work Incentives Improvement Act. 

In sum, PVA supports: 

• An SGA level that is made consistent by raising the level for non-visually im- 
paired recipients to, at least, the level for blind SSDI beneficiaries. 

• Indexing all SGA levels to average wage growth to prevent its value as a work 
incentive from eroding over time. 

• Changes in the impairment related work expenses policy for non-blind SSDI re- 
cipients to allow for costs associated with preparing for and getting to and from the 
workplace. 

• Ongoing efforts to implement a sliding scale reduction in SSDI cash benefits 
when beneficiaries go to work. 

PVA appreciates your attention to our comments. We look forward to working 
with your subcommittee in the future on improvements in Social Security policy to 
help people with disabilities return to work. 
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Statement of Proteetion & Advoeaey, Inc., Los Angeles, California 

Contacts: 

Marilyn Holle [marilyn@pai-ca.org], (213) 427-8747 

Guy Leemhuis [guy@pai-ca.org], (213) 427-8747 

Diana Honig [diana@pai-ca.org], (916) 488-9950 

Protection & Advocacy, Inc. 3580 Wilshire Blvd., Suite 902, Los Angeles CA 
90010-2512 Protection & Advocacy, Inc., of California appreciates the opportunity 
to comment on how Social Security applies its substantial gainful activity (SGA) 
rules to persons who work in supported work programs and particularly to persons 
who qualify for disability benefits based on the work history of a parent and who 
receive “disabled adult child” or DAC benefits under the parent’s Social Security 
number. One of your witnesses at the March 23 hearing — Wendy VanOoteghem — 
is someone who works in a sheltered or supported work program and who receives 
DAC benefits. Statistics gathered by the Rehabilitation Research and Training Cen- 
ter of the Virginia Commonwealth University indicate that nationally, two-thirds to 
three-quarters of the supported employment participants have mental retardation 
diagnoses. Of the balance, the majority have diagnoses of severe psychiatric disabil- 
ities. 

Protection & Advocacy, Inc., is a nonprofit agency that works with Californians 
with disabilities to protect and advocate for their human, legal and service rights. 

This statement is prompted by Protection & Advocacy’s work with persons with 
the most severe disabilities who receive DAC benefits based on their parent’s work 
history and who are working through a supported work program. It is also prompted 
by our representation of Fred Innerebner i who lost forever his DAC benefits ^ be- 
cause of his earnings through supported work program. 

How Social Security applies its SGA rules to this particularly vulnerable group — 
persons on DAC benefits and in supported work programs — frustrates a national 
policy of encouraging individuals with significant disabilities to participate in com- 
petitive employment. Social Security interprets its regulations in a way that penal- 
izes persons in supported employment because their supports come from an outside 
publicly or charitably funded agency rather than from the employer itself. A private 
employer is asked to determine the amount of any subsidies including special condi- 
tions provided to an employee when determining the value to the employer of the 
employee’s work. 20 C.F.R. § 404. 1574(a)(2). ^ Those calculations would necessarily 
include the cost of extra supervision, extra training, services to address behavior 
problems, etc. Initially Social Security took the position that it would not consider 
at all any subsidy including special conditions provided by a supported work pro- 
gram. Social Security has changed its position in that it will recognize to a limited 
degree subsidy provided by a supported work program but not to the extent SSA 


iSee Innerebner v. Apfel, 2000 WL 274185, Case No. C-99-00794-WHA (N.D. Cal. 3/3/00) in- 
volving a DAC beneficiary whose mental retardation met Social Security’s listing of impairments 
and who lost his DAC benefits because his gross earnings through a supported work program 
eventually averaged more than $500 a month, the then applicable SGA level. 

^Section 202(d)(6)(B) of the Social Security Act, 42 U.S.C. § 402(d)(6)(B), provides that a DAC 
beneficiary whose benefits stopped before because he ceased to be under a disability, may be 
reinstated to benefits if he “is under a disability . . . which began before the close of the 84th 
month following the month in which his most recent entitlement to child’s insurance benefits 
terminated because he ceased to be under such disability.” See also 20 C.F.R. § 494.351(c). The 
legislative history indicates that this provision [added by § 108(d) of Pub.L. 92-603 in 1972] 
was intended to enable persons whose benefits ceased because of work to be reinstated. Social 
Security, however, has treated this provision as a nullity saying that performing SGA makes 
you ineligible for re-entitlement. Social Security has not identified anyone who could qualify for 
re-entitlement under this provision. 

^“An employer may set a specific amount as a subsidy after figuring the reasonable value of 
the employee’s services.” 

■^Per the August 17, 1999, Program Memorandum from Ken McGill, Social Security will con- 
sider only a limited number of service hours provided by a supported employment program — 
hours when the supported work program is actually doing the employee’s job -and values those 
services at the employee’s rate of pay. Not covered are all the other tasks performed by the sup- 
ported employment program which are necessary to maintain employment. Those services in- 
clude providing extra supervision, training the supervisors on how to work with the employee 
in light of his disability, working with the employer to restructure the job to accommodate to 
the employee’s disability limitations, incorporating sequencing cues to the work site, developing 
positive and appropriate interactions with coworkers, working with employer and employee to 
address problem behaviors, etc. 
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will recognize subsidy provided directly by an employer -and not to the extent SSA 
will recognize subsidy provided by a third party to someone who is self-employed.® 

About Supported Employment 

Supported employment programs administered by state rehabilitation agencies 
were established by Congress “to serve individuals with severe disabilities for whom 
competitive employment has not traditionally occurred or has been interrupted or 
intermittent.”® They target “those with the most severe disabilities who may have 
been thought to be too disabled to benefit from rehabilitation services to achieve 
successful employment outcomes.”'' They target those who have been traditionally 
served in segregated sheltered workshops and “day activity programs because they 
appear to lack the potential for unassisted employment.” ® 

A person with a disability cannot qualify for supported employment unless he is 
someone who cannot keep a job in the competitive labor market without intensive 
and ongoing support services.® Because federally funded state rehabilitation pro- 
grams serve persons in supported employment for only a limited initial period of not 
more than 18 months, eligibility also requires the availability of a state program to 
provide the ongoing support needed to maintain someone in a competitive sector 
job.io 

The Role of SGA Determinations in the title II Disability Programs for Persons in 
Supported Employment 

SSA’s regulations defining what is and is not “substantial gainful activity” are all 
regulations adopted to define who does or does not meet the statutory definition of 
disability under the Social Security disability programs. Thus the determination 
that a title II disability beneficiary performed substantial gainful activity based on 
earnings from one particular job is also a generalized determination of the person’s 
ability to perform substantial gainful activity outside that one particular job. 

For a person in supported employment, a finding that work constitutes substan- 
tial gainful activity based on earnings is a finding that the supported employment 
participant has demonstrated the general ability to perform work at the substantial 
gainful activity level. This is so even if there is no dispute that the person could 
not work at all outside the supported emplo3unent program and even if there is 
no dispute that the cost of the supported employment program exceeded the gross 
earnings so that, if the employer were providing the supports, the person would be 
found not to be performing SGA. 

Conclusion & Request for Oversight 

Supported employment provides a significant opportunity for those closed out of 
competitive employment because of their disabilities. Supported employment has in- 


® See the section on unincurred business expenses in Social Security Ruling (SSR) 83—34 about 
SGA determinations for self-employed persons. In that Section Social Security says it will deduct 
from earnings “any business expenses which were incurred and paid for by another agency” in- 
cluding expenses paid for by the State Rehabilitation Agency: “This policy is consistent with the 
principle that only income attributable to an individual’s own productive work activity should 
be considered in determining SGA.” See, also, 20 C.F.R. § 404.1575(c). 

® House Report (Education and Labor Committee) No. 102-822 (August 10, 1992) to accom- 
pany H.R. 5492 that became Pub.L. 102-569, 1992 202382, page 175. 

'Id. at page 123. 

® House Rep. No. 99-571 (Education and Labor Committee), May 5, 1986, accompanying H.R. 
4021 that became Pub.L. 99—506, at page 31, reporting on testimony of Madeleine Will, Assist- 
ant Secretary for Special Education and Rehabilitative Services, U.S. Dept, of Education, 1986 
U.S. Code Cong. & Adm. News 3471, 3501. 

®See, e.g., 29 U.S.C. § 795j(2). 

1029 U.S.C. §§ 705(36X0, 705(13), 722(b)(3)(F)(ii), 795i. 

11 The term ‘disability’ means — (A) inability to engage in any substantial gainful activity by 
reason of any medically determinable physical or mental impairment which can be expected to 
result in death or which has lasted or can be expected to last for a continuous period of not 
less than 12 months;” Section 223(d)(1)(A) of the Social Security Act, 42 U.S.C. § 423(d)(1)(A). 
“The Secretary shall be regulations prescribe the criteria for determining when services per- 
formed or earnings derived from services demonstrate an individual’s ability to engage in sub- 
stantial gainful activity.” Section 223(d)(4) of the Social Security Act, 42 U.S.C. § 423(d)(4), em- 
phasis added. 

12 In Fred Innerebner’s case, for example, the Administrative Law Judge ruling against him 
also concluded that “the claimant would have been unable to perform the job without the sup- 
port services he received from the various social service agencies.” 

i®ln Fred Innerebner’s case, for example, there was no month in which his earnings came 
close to SGA if the cost of his supported employment services were deducted and many months 
where he was in minus territory or close to zero if the cost of supported employment services 
were deducted. 



128 


creasingly come to replace the more traditional sheltered workshop because it pro- 
vides a more realistic opportunity for some to transition into self-support with little 
or no ongoing supports. Social Security’s interpretation of its own regulations, how- 
ever, frustrates the goals of supported employment programs. Because Social Secu- 
rity does not consider the actual subsidy represented by supported employment 
services, participants in supported employment cannot risk earning above the SGA 
level. They cannot risk getting to the point of where they have a chance of becoming 
self-supporting with little or no supports. If they do, they will suffer Fred 
Innerebner’s fate: termination forever from DAC benefits even though they in fact 
have not demonstrated a general ability to perform SGA. 

Protection & Advocacy respectfully requests that the Subcommittee on Social Se- 
curity review how Social Security determines when the earnings of supported em- 
ployment participants constitute SGA. That would include looking at how Social Se- 
curity evaluates the support services provided by supported emplo 3 Tnent programs 
in that process and how the purposes of the Social Security Act and the Rehabilita- 
tion Act may be harmonized for Social Security title II disability beneficiaries par- 
ticipating in supported employment. 

Protection & Advocacy respectfully requests that the Subcommittee on Social Se- 
curity review how Social Security applies Section 202(d)(6)(B) and whether Social 
Security is correct in treating that provision as a nullity without force or effect. 

o 



